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In HIV-endemic areas of Southern Africa, the increasing number of orphans and 
vulnerable children in need of care have been taken in mainly by the extended family. 
Primary caregivers of children in poor HIV-endemic communities represent a high risk 
population for mental and physical health conditions, as a result of health risks associated 
with caregiving in difficult social and financial conditions. Evidence also suggests that 
caregivers living with HIV, and its related stressors, may be particularly at risk for poor 
health. 
In contexts of limited institutional support and formal health services, ‘informal’ 
support from family, friends and the broader community may constitute a valuable resource 
for coping and health. Research with diverse adult populations - including HIV-affected 
individuals and caregivers of children - has shown more social support to be directly 
associated with better health outcomes (main effects) and/or to buffer against negative effects 
of stress or specific stressors on health (stress-buffering effects). However, the protective 
effects of social support on health have remained vastly under-explored in the Southern 
Africa region. Moreover, in Southern Africa and beyond, key gaps remain in our 
understanding of the mediating mechanisms and pathways explaining the support-health 
relationship.  
The objective of this mixed methods study was to investigate the relationship between 












aged 10-17, living in two HIV-endemic South African communities.  A particular focus was 
afforded to the role of social support for the health of HIV-positive caregivers, compared to 
healthy caregivers and caregivers living with other chronic illness. A model illustrating 
effects and processes explaining the relationship between social support and health, published 
by House et al in 1988, was used as the conceptual framework to guide the design, analysis 
and discussion of this study. 
The quantitative component of this study consisted of household survey research with 
2477 primary caregivers of children in two sites in KwaZulu-Natal. Multiple linear and 
hierarchical logistic regression analyses were conducted, in order to test for main and stress-
buffering effects of social support on symptomatic depression and anxiety, and for main 
effects on self-reported general health and functioning. The qualitative component of this 
study consisted of in-depth semi-structured interviews with 24 (12 HIV-positive and 12 HIV-
negative) caregivers who had participated in the quantitative survey, in order to explore the 
pathways and mechanisms through which they perceived social support to be affecting their 
mental and physical health. 
Overall, findings provide evidence of the important protective role of social support 
for health among this sample of caregivers, particularly for mental health. However, they also 
suggest that the relationship between social support and health may differ depending on 
caregiver characteristics, such as illness status, and the specific health outcome investigated.  
Findings of the quantitative analysis show main effects of social support on 
symptomatic anxiety, and a stress-buffering effect of social support on symptomatic 
depression specifically for caregivers living with non-HIV-related chronic illness. More 
social support was also found to be positively associated with better self-reported mental 












health and functioning indicator. However, a significant relationship between more social 
support and a higher score for the physical health component of the SF-12 was found only for 
‘healthy’ caregivers, who were not living with (HIV-related or other) chronic illness. The 
qualitative data indicate that multiple – direct and indirect - pathways and mediating 
processes may be explaining observed quantitative associations between more social support 
and better health outcomes. Perceived mediating mechanisms included psychological 
resilience factors, coping processes and more positive health behaviours.  
Findings suggest that greater attention should be paid to the social environment when 
designing and implementing caregiver health interventions and that social support could be a 
valuable component of these interventions. Pathways and mediators highlighted by the 
qualitative work should best be further investigated by future quantitative research with 
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 “One of the reasons social support is such an important feature of life is that, while 
how it is expressed might change, feelings of acceptance, belongingness and being valued by 




“Things have never been easy in life, but the main thing is to feel free emotionally or 
to be free emotionally, so when I get advice or support, that helps me.” (Male caregiver with 
non-HIV-related health condition). 
 
 “If you give them [HIV-positive individuals] hope, you have done everything, hope 
for them means ‘I will survive’. It is very important because I can give you money, you can 
do whatever but if you tell yourself that ‘I will survive’, you will survive ... because when 


















1.1.1 Health risks associated with HIV and caregiving 
 
 In Southern Africa and other parts of the developing world, HIV constitutes a key risk 
factor for poor physical and mental health. This is both a result of the direct effects of illness 
on HIV-positive individuals (Folkman, Chesney, Pollack, & Coates, 1993; Linn, Poku, Cain, 
Holzapfel, & Crawford, 1995) and the broader social consequences of the disease (Barnett & 
Whiteside, 2006). Sub-Saharan Africa is by far the world’s most affected region: nearly 1 in 
every 20 adults (4.9%) in sub-Saharan Africa is reported to be living with HIV, accounting 
for 69% of the global HIV-positive population (UNAIDS, 2012). 
  Individuals living with an HIV-positive diagnosis and/or HIV-related illness may 
face multiple stressors, including experiences of physical illness, financial stress, concerns 
around disclosure, social isolation, stigma and fear of death (Clucas et al., 2011; Sherr et al., 
2012; World Health Organisation, 2008). The physical health effects of HIV are well known 
and documented (World Health Organisation, 2005). However, there is also ample evidence 
showing that individuals who are HIV-positive and/or experiencing more HIV-related 
symptoms are likely to have worse mental health (Breuer, Myer, Struthers, & Joska, 2011; 
Leserman, 2003; Sherr, Clucas, Harding, Sibley, & Catalan, 2011; World Health 












medical illnesses has been associated with poorer mental health (Ciesla & Roberts, 2001; 
Rodin & Voshart, 1986). However, research also suggests that the mental health effects of 
living with HIV may derive from the social, as well as health, consequences of the disease 
(Ciesla & Roberts, 2001).   
At the same time, the increasing number of orphans and vulnerable children in need 
of care is arguably the greatest social impact of this “long wave event” epidemic (Barnett & 
Whiteside, 2006). In HIV-endemic areas, the epidemic has significantly contributed to the 
demand for child care, and this phenomenon is likely to increase further as the social 
consequences of the epidemic continue to unfold. Once again Southern Africa is the world’s 
most affected region, as almost 90% of the approximately 17 milli n children orphaned as a 
result of AIDS world-wide are estimated to live in sub-Saharan Africa (UNAIDS, 2010). 
Moreover, this figure does not include other orphans
 
and vulnerable children in need of care. 
The majority of these children have to date been cared for by the extended family. Though 
considered a better option for children than institutional care, this places significant strain on 
‘informal’ caregivers, most of whom are women (Kuo & Operario, 2009; Steinberg, Johnson, 
Schierhout, & Ndegwa, 2002; Yamano, Shimarura, & SSerunkuuma, 2006).  
Caregivers of children in HIV-endemic Southern Africa likely represent a high risk 
population for mental and physical health conditions. Research from Southern Africa and 
beyond shows that stress derived from caregiving responsibilities may also lead to increased 
mental and physical health risks, especially in conditions of poverty and other livelihood 
stressors (Belue, Schreiner, Taylor-Richardson, Murray-Kolb, & Beard, 2008; Casale, 2011; 
Howard et al., 2006; Leder, Grinstead, & Torres, 2007; Pinquart & Sorensen, 2007; 
Ssengonzi, 2009). Caregivers of children who are also living with HIV or other illness may 
be a particularly high risk population for (mental and physical) health conditions, as they 












These risks are particularly salient in Southern African countries dealing with high 
rates of HIV and other physical and mental health challenges (Herman et al., 2009; Norman, 
Bradshaw, Schneider, & Groenewald, 2006; Patel, 2007; UNAIDS, 2010). For example, 
South Africa’s first national burden of disease estimates showed that physical illnesses 
accounted for 17 of the 20 top leading causes of deaths in the country
1
 (Norman, et al., 2006). 
The first nationally-representative South African study of common mental disorders 
estimated that approximately 30% of the population experienced a lifetime mental disorder 
(Herman, et al., 2009). Though exact rates are not directly comparable due to different 
measurement tools used, recent survey research conducted with caregivers of children in a 
poor HIV-endemic community in South Africa’s KwaZulu-Natal province points to a 
particularly high prevalence of mental health conditions among this population: over 60% of 
caregivers were found to be experiencing moderate or high anxiety and 30% met the 
threshold for clinically significant depression (Kuo & Operario, 2011). These findings are 
concerning, not only with regard to the wellbeing of caregivers, but also for the children in 
their care, as worse caregiver health has been shown to pose challenges for both parenting 
and child health (Smith Fawzi et al., 2010; Stein, Ramchandani, & Murray, 2008). 
 
 
                                                          
1 These 17 physical ailments included: HIV/AIDS, ischaemic heart disease, stroke, tuberculosis, lower 
respiratory infections, diarrhoeal diseases, hypertensive heart disease, diabetes, chronic obstructive pulmonary 
disease, low birth weight, nephritis/nephrosis, trachea/bronch/lung cancer, asthma, septicaemia, oesophageal 
cancer, cirrhosis of liver, and protein-energy malnutrition. Physical illnesses accounted for a large percentage of 
years of life lost with HIV ranking as the highest cause of all years of life lost (35%) followed by tuberculosis 












1.1.2 The potential protective role of social support for health 
 
 It has been argued that: “One of the reasons social support is such an important 
feature of life is that, while how it is expressed might change, feelings of acceptance, 
belongingness and being valued by others stay with us all our lives” (Sarason & Sarason, 
2009, p. 120).  
Besides being an important feature of life, social support has also been shown to be an 
important resource for health. The positive role of social support in relation to health has been 
described simply as “… supportive relationships that directly provide something that people 
need to stay healthy or adapt to stress.” (House, Umberson, & Landis, 1988, p. 302). This 
‘something’ refers to various types of support, which may include emotional support, such as 
love or care, or instrumental support, such as tangible items or practical assistance (House & 
Khan, 1985).  
Social support has been shown to be a protective factor for both mental and physical 
health among various adult populations. Over the past four decades numerous empirical 
studies have shown a positive relationship between more social support and better mental and 
physical outcomes among ill and healthy adults (Barrera, 1986; S. Cohen & Wills, 1985; 
House, Umberson, et al., 1988; Lakey & Cronin, 2008; Thoits, 2011; Uchino, Bowen, 
Carlisle, & Birmingham, 2012). Social support has been found to have both a direct 
relationship with better mental health (that is, to have main or general health sustaining 
effects) and to buffer effects of stress or specific stressors on mental health (S. Cohen & 
Hoberman, 1983; House, Umberson, et al., 1988). The important protective role of social 
support for health has also been highlighted by its relationship with lower mortality risk. 












from 308,849 individuals over an average of 7.5 years, which found participants with 
stronger relationships (including dimensions of social support) to have a 50% increased 
likelihood of survival, after controlling for initial health status (Holt-Lanstad, Smith, & 
Layton, 2010). The influence of social relations on mortality risk was thus shown to be 
“comparable with well-established risk factors for mortality” (Holt-Lanstad, et al., 2010, p. 
12) such as obesity and physical inactivity. 
More specifically, social support has been shown to be positively associated with 
better health outcomes among caregivers of children (Gerard, Landry-Meyer, & Guzell Roe, 
2006; Musil, Warner, Zauszniewski, Wykle, & Standing, 2009) and HIV-positive individuals 
(Linn, Lewis, Cain, & Kimbrough, 1993; Martinez, Israelski, Walker, & Koopman, 2003; 
Serovich, Kimberly, Mosack, & Lewis, 2001). Similarly to findings of studies with broader 
adult populations, social support has been found to have a direct relationship with better 
health outcomes among these populations, as well as to buffer against effects of HIV- and 
caregiving- related stressors on mental health (Musil, et al., 2009; Ray & Ritchie, 1993; 
Robbins et al., 2003; Tsai & Wang, 2009).  
 
 1.2 Research gaps and rationale for this doctoral work 
 
In many Southern African contexts of overstretched formal health systems and low 
uptake of available services (Howard, et al., 2006; Seedat et al., 2009; World Health 
Organisation, 2011), the potential protective role of informal community or social resources 
for caregiver and HIV-affected populations beckons greater attention. Informal social 












important resource for coping and health, and may be the key to more effective caregiver 
health interventions. Qualitative research conducted in HIV-affected Southern African 
communities suggests, in fact, that family and community support and reciprocity are a key 
resource for caregivers who are coping with financial and emotional hardship (Campbell, 
Nair, Maimane, & Sibiya, 2008; Casale, 2011; Kiggundu & Oldewage-Theron, 2009). 
Exploring the potential protective effects of informal social support on health with 
similar under-researched and vulnerable populations is especially important in light of 
evidence that these effects are not uniform across groups in society, but may depend on the 
interaction of factors such as the types of stressors, types of support and the individual 
context (Kawachi & Berkman, 2001; Li, Seltzer, & Greenberg, 1997; Wallen & Lachman, 
2000). However research on social support and health has remained vastly under-explored in 
Southern Africa. Most of the literature documenting the protective effects of social support 
on health among caregivers and/or HIV-positive individuals is based on studies conducted in 
the developed world, and predominantly in the United States.  The few quantitative studies on 
social support and health conducted n Southern Africa have, however, shown more social 
support to be associated with better health outcomes among various adult populations 
(although not with caregivers of children or HIV-positive adults specifically). For example, 
social support has been associated with better physical functioning and general health among 
the elderly (Ice, Zidron, & Juma, 2008), better physical and psychological health among low-
income individuals (Moroka, 2005) and better reported physical and mental health among 
carers of AIDS-affected individuals (Bakasa, 2007)
2
.  
Moreover, in Southern Africa and beyond, key gaps remain in our understanding of 
the mediating mechanisms and pathways explaining the observed protective effects of social 
support for health (Sarason & Sarason, 2009; Uchino, et al., 2012). Social support is, in fact, 
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hypothesised to positively impact health outcomes through various, potentially co-existing, 
pathways and processes. It may have a direct independent effect on health (main effects), or 
may buffer against the effects of stressors on health (stress-buffering effects) (House, 
Umberson, et al., 1988). These effects may, in turn, be direct or mediated through – 
potentially multiple – biological, psychological and behavioural processes, that include 
promoting self-esteem, encouraging positive health behaviours, and increasing access to 
resources that help cope with stress (Heaney & Israel, 1997; House, Landis, & Umberson, 
1988; Lakey & Cohen, 2000; Thoits, 1982).  
Various key authors in the field of social relations and health have highlighted the 
importance of moving beyond ‘first order’ questions of whether social relations influence 
health, to also provide answers to ‘second order’ questions, of how and why they do so. Better 
understanding the mechanisms explaining the support-health relationship is deemed essential 
in order to refine theory and design more effective interventions (Sarason & Sarason, 2009; 
Thoits, 2011). To this end, it has been argued that greater attention should be paid – among 
other things - to the conceptualisation of support and the support context (Uchino, et al., 
2012). This would include more openness to refining hypothesised links and models and to 
identifying potential new mediating mechanisms to inform this process (Uchino, et al., 2012). 
In sum, the literature suggests that, in order to achieve a good understanding of the 
relationship between social support and health among specific adult populations (such as 
HIV-affected caregivers in Southern Africa) it would be important to investigate both the 
existence and direction of possible associations between social support and health outcomes, 














1.3 Purpose, research questions and overall methodological approach of this study 
 
This study aims to contribute to the research gaps described above by conducting 
mixed methods research. The overall purpose of the study is to investigate the relationship 
between social support and the (mental and physical) health of caregivers of children, from 
two HIV-endemic South African communities. The study aims to (quantitatively) determine 
whether social support is a protective factor for caregiver health, and (qualitatively) explore 
the perceived pathways and mechanisms explaining the support – health relationship. 
Moreover, this research has a particular focus on the protective role of social support for the 
health of HIV-positive caregivers, compared to caregivers living with other chronic illness 
and to ‘healthy’ caregivers.  
More specifically, this study aims to address the following general research questions, 
which will be discussed in further detail and broken down in the respective chapters 
describing the quantitative and qualitative component methods (Chapters 5 and 7) :  
1. Is living with HIV/AIDS a risk factor for depression and anxiety among caregivers of 
children, and how does this compare to living with other chronic illness? 
2. Does social support have a main effect on caregiver depression and anxiety and/or 
buffer against the effects of HIV/AIDS- and other illness- related stressors on 
depression and anxiety? 
3. Is more social support associated with better self-reported general health and 
functioning among caregivers living with HIV/AIDS, caregivers living with other 












4. What are the perceived pathways and mediating processes explaining the relationship 
between social support and caregiver health? 
An explanatory sequential mixed methods research design was employed to address 
these general and specific research questions, in that quantitative and qualitative data were 
collected and analysed in two consecutive phases within this study and the second phase 
(qualitative component) was informed by and intended to provide further insight on findings 
of the first phase (quantitative component) (Ivankova, Creswell, & Stick, 2006).  
Mixed methods research has been defined as “a procedure for collecting, analysing 
and ‘mixing’ or integrating both quantitative and qualitative data at some stage of the 
research process within a single study for the purpose of gaining a better understanding of the 
research problem” (Ivankova, Creswell, & Stick, 2006, p. 3). This choice is motivated by the 
fact that neither quantitative nor qualitative methods are in themselves sufficient to capture 
the details of a particular situation. Instead, together, they allow for a more robust analysis 
which includes the strengths of each type of method, and allows for the use of a wider range 
of research tools (Green, Caracelli & Graham, 1989). While quantitative research is less 
subject to personal interpretations and its findings are more easily generalisable, qualitative 
research is more effective at providing an understanding of the research context, and 
participants’ voices. The rationale for a mixed methods sequential explanatory design of this 
nature is that the quantitative data and analysis provide a general understanding of the 
research problem, while the qualitative analysis is able to refine and further explain the 
quantitative results, by exploring participants’ views (Ivankova, Creswell, & Stick, 2006; 
Creswell, Piano Clark, Gutmann & Hanson, 2003). 
Specifically, in this study main and stress-buffering effects of social support on health 












pathways and mediating variables explaining these observed effects were explored 
qualitatively. Each of the two components was given more or less equal weight in this study. 
The quantitative component consisted of a cross-sectional survey with 2,477 primary 
adult caregivers (18+) of children between 10 and 17 years, in a respective urban and rural 
site in KwaZulu-Natal, South Africa. The survey data was collected in 2009 and 2010. It was 
part of a larger health survey, with both caregivers and children, for which the doctoral 
candidate was Co-Investigator and Project Manager. The qualitative component was designed 
and conducted by the doctoral candidate, following preliminary quantitative analysis of the 
survey data. It consisted of in-depth semi-structured interviews with 24 purposively-chosen 
caregivers who had participated in the quantitative survey. These two respective components 
will be described in greater detail in Chapters 5 and 7 of this thesis. The four general research 
questions guiding this thesis, outlined above, were each addressed through either analysis of 
the quantitative data or analysis of the qualitative data. These general research questions, and 
a summary of the methods used to address each of these, are illustrated below in Table 1.1. 
Moreover, a critical reflection on both the quantitative and qualitative findings served to 
highlight further insight on the conceptualisation and measurement of social support among 
this population of caregivers that may have emerged from this work, of relevance for future 




















Table 1.1. General research questions and methods used to address these 
 
 
This particular mixed methods study design was chosen, as it was deemed best suited 
to the study purpose and research questions, informed by the methodological and conceptual 
gaps identified through the theoretical and empirical literature reviews conducted (to be 
described further in Chapters 2, 3 and 4). As indicated above, this work aimed to both test for 
the existence of (main and stress-buffering) effects of social support on caregiver health 
outcomes, as well as explore the potential processes or pathways through which these may be 
1) Is living with HIV/AIDS a risk factor for depression and anxiety among caregivers of 
children, and how does this compare to living with other chronic illness? 
• Methods: hierarchical logistic regression analysis of quantitative data 
2) Does social support have a main effect on caregiver depression and anxiety and/or 
buffer against the effects of HIV/AIDS- and other illness- related stressors on 
depression and anxiety? 
• Methods:  hierarchical logistic regression analysis of quantitative data, with 
interaction terms 
3) Is more social support associated with better self-reported general health and 
functioning among HIV-positive, other ill and healthy caregivers respectively? 
• Methods: linear regression analysis of quantitative data 
4) What are the perceived pathways and mediating processes explaining the 
relationship between social support and caregiver health?   












occurring. The main advantage of working with a larger health survey dataset was that it 
allowed for analysis of quantitative associations between social support and health outcomes 
with a large caregiver sample (n=2477), which is resource-intensive and would not otherwise 
have been possible to achieve through this doctoral work. However, a key limitation was that 
constructs included in the quantitative analysis were necessarily limited to variables included 
in the broader survey, of which social support was only one component. Since the 
quantitative dataset did not contain the potential biopsychosocial mediating variables of 
interest for this analysis, the qualitative component of this study was designed to address this 
gap. Perceived mediating pathways and processes between social support and health were 
therefore explored qualitatively. It should, however, be noted that, while the qualitative work 
had the disadvantage of limited generalizability, it also had the strength of providing a more 
exploratory approach, to potentially allow less-examined mediators and pathways to emerge 
from the data (Uchino, et al., 2012). Also, the duration of the study and available funding 
allowed for the qualitative data to be collected in a second follow-up phase (sequential 
design), once the quantitative data had been analysed. 
Both the quantitative and qualitative samples may be divided into comparison groups 
of caregivers living with HIV/AIDS, caregivers living with other illness, and caregivers 
without a health condition. The value of the two reference groups (healthy and other ill) is 
that they allow for an investigation of: a) whether the presence of HIV/AIDS specifically, as 
opposed to chronic illness more generally, poses a particular risk for mental health (Ciesla & 
Roberts, 2001; Kuo & Operario, 2011); b) whether social support plays a different or greater 
role in buffering HIV/AIDS-related stressors versus stressors related to other illness; c) 
associations between social support and self-reported general health and functioning for HIV-












the perceived pathways and mechanisms explaining the support-health relationship between 
sub-groups of HIV-positive, other ill and healthy caregivers. 
   
1.4 Conceptual framework 
 
A model developed by House et al (House, Umberson, et al., 1988) was used as a 
conceptual framework to guide the design of this research, the diagrammatic representation 
of findings, and their discussion in relation to the broader theory and empirical literature on 
social support and health. The House et al framework illustrates the positioning of social 
support within the broader structure of social relationships, as well as the potential effects and 
biopsychosocial mediating processes through which social support may affect mental and 
physical health outcomes. This particular framework was chosen because it recognises the 
complexity of the relationship between social support and health, and is comprehensive in its 
illustration of and distinction between the potential (stress-buffering and main) effects of 
social support and the processes explaining these. The model was developed drawing from 
the authors’ reviews of previous empirical and theoretical literature on social relations and 
health, most of which derived from Northern Europe and the United States (House, 
Umberson, et al., 1988). 
The House et al framework is illustrated below in Figure 1.1, and will be discussed in 
greater detail in Chapter 2. Figure 1.1 includes the entire House et al model, with the 
associations of interest for this study highlighted in bold text and colour. The e pathway 
represents direct main effects of social support on health (in the absence of mediation), while 












pathway represents direct buffering effects against psychosocial stress/stressors (in the 




Figure 1.1. Framework to illustrate structures and processes of social relationships in 
relation to health (House, Umberson, et al., 1988, p. 303). 
 
 
Figure 1.2 below, taken from a section of the House et al theoretical framework, 
shows the effects and processes that this study aims to investigate. The green arrows in the 
diagram illustrate the associations to be explored quantitatively, namely direct main effects 
(e1 and e2) and stress-buffering effects (a) of social support on health. The red arrows 












mechanisms linking social support to mental and physical health outcomes. For the purpose 
of this research, the stressors of interest (represented by the ‘chronic/acute psychosocial 
stress’ box in the diagram) will refer to stressors related to living with HIV or other illness. 
The red arrows with interrupted lines (c and d) indicate that biopsychosocial mediating 
processes identified through the qualitative work may be explaining main effects, stress-
buffering effects or both.  
 
 
Figure 1.2. Diagrammatic representation of the associations and pathways to be 




The above House et al model is referred to multiple times throughout this thesis, as a 












quantitative analysis and the qualitative analysis. The model is also used, in the final 
discussion, to highlight potential linkages between quantitative and qualitative results. 
 
1.5 Importance of this research and unique contribution to the literature 
 
This study has the potential to make a unique contribution to the existing literature on 
social relations and health, for various reasons. First, it works with an important and under-
researched population: caregivers of children living in HIV-endemic Southern Africa. This 
research was conducted in KwaZulu-Natal, one of the highest HIV-affected areas of South 
Africa and the world. The quantitative component alone makes this the first study of this 
dimension to investigate associations between social support and health among caregivers of 
children in HIV-endemic Southern Africa. Moreover, no known previous studies in the 
region have investigated these relationships with comparison groups of HIV-positive, other ill 
and healthy caregivers.  
Second, this is the first known study conducted in Southern Africa to investigate both 
effects and processes explaining the support-health relationship, through mixed methods 
research. As a result, it is uniquely placed to contribute to the broader empirical evidence and 
theory in this area. The opportunity to conduct the qualitative component subsequent to 
preliminary quantitative analysis allowed the qualitative work to be informed by and to 
further qualify the quantitative findings. As is evident from the literature on social support 
and health, this type of mixed methods research has the potential to add particular value to 
the existing literature, given the well-documented need to achieve a better understanding of 












Lastly, the positioning of the quantitative component of this research within a broader 
health survey, conducted with both children and caregivers, means that it is well-placed to 
inform future cross sectional analyses linking caregiver and child outcomes; for example to 
explore whether parental social support may be directly or indirectly associated with child 
health or developmental outcomes. It is also well-positioned to inform policy and practice. 
The larger study is a collaboration between various South African and international 
universities, South African national government departments and the National Action 
Committee for Children affected by AIDS (NACCA), and is currently being undertaken in 
three South African provinces. Key findings of this research can, therefore, be disseminated 
as part of the larger study’s utilisation activities. Given the existing partnerships with 
government departments and NGOs, the channels for using findings from this research to 
inform policy and practice are already in place. 
 
1.6 Structure of this thesis 
 
This thesis consists of nine chapters which are organised as follows:  
Chapter 2 synthesises the key international theoretical and empirical literature on 
social relations and health. It describes, in more detail, the House et al theoretical framework 
(House, Umberson, et al., 1988) chosen to guide the design, analysis and discussion of this 
research. Lastly, it provides a brief discussion of key findings and research gaps of the 
international empirical work on social support and health conducted to date, in relation to the 












Chapter 3 describes the methodology and findings of the systematic literature review, 
carried out in order to consolidate the existing literature quantitatively assessing the 
relationship between social support and health among caregivers of children living with HIV. 
Methodological characteristics and findings of relevant studies identified are presented. 
Research gaps and key potential foci for future research are also discussed, taking into 
consideration the methodological limitations of studies reviewed and the House et al 
theoretical framework.  
Chapter 4 presents a review of the broader literature, conducted to synthesise findings 
of empirical research with populations of HIV-positive adults and caregivers of children 
respectively. It presents and discusses literature documenting the respective health risks of 
caregiving and of living with HIV, as well as literature showing protective effects of social 
support on health among populations of caregivers of children and/or HIV-positive 
individuals. This review takes into account the global literature, but specifically highlights 
studies pertaining to Southern Africa, the region of interest for this study. A brief discussion 
on research gaps in relation to this empirical literature is also included. 
Chapter 5 describes, in greater detail, the objectives and methodology of the 
quantitative (survey) component of this research. This includes the quantitative research 
design, a description of the study sites, methodological tools and instruments used, the data 
management, the quantitative analysis approach and ethics considerations. 
Chapter 6 presents the quantitative (survey) findings of this study. Specifically, it 
provides descriptive data for the entire caregiver sample and sub-samples of interest (HIV-
positive, other ill and healthy caregivers), and presents results of the bivariate and 
multivariate analyses conducted to quantitatively assess the relationship between social 












Chapter 7 describes the qualitative methodology. Similarly to the description of the 
quantitative methodology, this chapter documents the qualitative component research design, 
the sampling strategy and frame, the data collection tools and process, the qualitative analysis 
approach and ethical issues. 
Chapter 8 then presents and discusses the findings of the qualitative data, with the 
objective of providing further insight on, and possible explanations for, the quantitative 
findings presented in Chapter 6. More specifically, the analysis of this data aims to further 
explore the perceived pathways and processes explaining the relationship between social 
support and health for this sample of caregivers of children. These factors and pathways are 
illustrated in the form of a diagrammatically illustrated explorat ry model, developed by 
drawing from the House et al theoretical framework.   
Finally, Chapter 9 contains the overall discussion and conclusion of this mixed 
methods study. Both quantitative and qualitative results are considered in relation to the 
House et al (1988) theoretical framework. This final chapter discusses findings on both the 
observed effects of social support on caregiver health outcomes, and the processes or 
pathways through which social support was perceived to be affecting health. Implications for 














CHAPTER 2. KEY THEORETICAL AND EMPIRICAL LITERATURE ON 
SOCIAL SUPPORT AND HEALTH  
 
 
The purpose of this chapter is to introduce the construct of social support, synthesise 
the key international theoretical and empirical literature on the social support – health 
relationship, and describe the theoretical framework used as a reference to guide this 
research. The first part of this chapter will introduce the construct of social support, as well as 
its various sub-constructs and dimensions, indicating the dimensions of interest for this study. 
The second part will present, in greater detail, the House et al theoretical framework chosen 
to guide the design and analysis of this research (introduced briefly in Chapter 1). The last 
two sections of this chapter will synthesise the seminal theoretical literature in the area of 
social support and health, as well as overall trends and gaps emerging from the global 
empirical literature on effects and processes linking social support to health. 
 
2.1 Definitions, constructs and dimensions of social support 
 
Social support has been defined in simple terms as “a measure of how much help you 
can count on, or believe you can count on, from your friends and family, especially in crises 
and hard times” (Lara, Leader, Klein, & Kendler, 1998; p. 6). House et al (1988) describe the 
importance of social support in relation to health as “… supportive relationships that directly 












al., 1988, p. 302). Social support is a meta-construct, embracing multiple sub-constructs or 
dimensions of social relationships. In fact, some of the complexities of conducting research 
on social support derive from its multi-dimensional nature and the diversity of definitions and 
measurement tools used. Dimensions of social support may include (i) the existence, quantity 
and type of interpersonal relationships (network structure or social interaction), (ii) the 
functional content of social relationships (e.g. types of support provided, including emotional 
and tangible support), and (iii) the perceived quality or adequacy of this support (Green, 
1993; Haber, Cohen, Lucas, & Batles, 2007; House & Khan, 1985; Vaux et al., 1986). With 
regard to the functional content of social relationships (point ii above), the construct of 
‘social support’ therefore invariably encompasses the functions performed for an individual 
by support providers (Thoits, 2011). These functions, or ‘types’ of support, are most 
frequently categorised as emotional, informational and instrumental assistance (House & 
Khan, 1985). Emotional support includes demonstrations of love, care, esteem and sympathy, 
while informational support involves the provision of advice or facts that could, for example, 
help deal with a difficult situation or solve a problem (Thoits, 2011). Appraisal support is 
sometimes considered an element of informational assistance, and sometimes as a separate 
function of support; this refers to feedback, constructive encouragement and guidance, for 
example on an individual’s performance in an area or possible courses of action to take. 
Lastly, instrumental support refers to more tangible behavioural or material assistance (e.g. 
help in carrying out practical tasks or providing money or other items). These functional 
aspects of social support are distinct from, but also linked to, the structural aspects of support, 
in that the amount and types of support accessible and/or received will ultimately depend on 
an individual’s structural ties, including social network size and the type of relationships 
(Thoits, 2011). It should, however, be noted that measures of functional aspects of support 












support, in that functional dimensions of support have been found to be more strongly and 
frequently associated with better mental health outcomes, than structural aspects of support. 
This is especially the case with regard to stress-buffering effects (S. Cohen & Wills, 1985; 
Ryan & Willits, 2007).   
Moreover, measures of perceived social support - based on the perception of how 
available and adequate this support is - appear to be more strongly and consistently linked to 
mental health outcomes than retrospective measures of actual support received (House, 
Umberson, et al., 1988; McDowell & Serovich, 2007; Peterson & Govender, 2010). It is 
hypothesised that enacted support (actual support received) influences perceptions of support 
availability but that it is only one determinant of perceived support. The independence of 
these two constructs is, in fact, supported by empirical findings. For example, a 2007 meta-
analysis of studies measuring received support (using the Barrera et al 1981 Inventory of 
Socially Supportive Behaviours) and perceived support (using any measure) showed that 
received support accounted for a part of the variance of perceived support (about 10-15%), 
but that there were other determinants explaining the larger part of the variance (Haber, et al., 
2007). There are various possible explanations for differences in perceived and enacted 
support. First, support received may be confounded with the severity of stress and support 
needs, as individuals would more likely seek or receive support in the presence of 
challenging situations. Second, support received may refer to a shorter timeframe or 
particular stressful situation, while perceptions of available support may derive from 
generalisations based on multiple past or regular daily experiences of support (Thoits, 2011). 
Third, perceived support may also be influenced by individual differences in perceptions, 
memory and value judgments of relationships and broader social contexts (Haber, et al., 












health, it has even been argued that received support may improve health outcomes only to 
the extent that it modifies perceived support (Haber, et al., 2007). 
As is clear from the above, outcomes of empirical work investigating the relationship 
between social support and health will in part depend on the social support construct and 
measurement tool used, as well the specific health outcomes researched. It has been argued 
that the lack of consensus on how social support should be conceptualized is reflected in its 
measurement (Green, 1993), in that there is a multiplicity of methodologies and instruments 
that may be measuring slightly different constructs; thus, strengthening links between 
constructs about the nature of support and how it is assessed is deemed to be essential 
(Sarason & Sarason, 2009). This also implies that attention needs to be paid to the constructs 
and tools used for specific analyses, and that these should be taken into account when 
considering findings.  
The social support construct chosen for this study is perceived availability of support, 
given the evidence of a closer relationship between perceived (versus enacted) support and 
health outcomes, and the lower risk of this construct being confounded with recent support 
needs, as described above. Moreover, this work will focus on the functional (versus 
structural) aspects of social relations, that is: the type, nature and perceived amount of 
support received, as opposed to the size and nature of an individual’s social network. These 
dimensions of social support are incorporated in the measurement tool used for the 
quantitative analysis of this study (the Medical Outcomes Study Social Support Survey or 
MOS-SSS; see Sherbourne & Stewart, 1991), which measures perceived availability of 
functional support (including emotional support, informational support, tangible support, 












qualitative instrument and analysis. These tools will be described in more detail in the 
methods chapters (Chapters 5 and 7) of this thesis. 
 
2.2 Theoretical framework illustrating structures and processes linking social 
relations to health 
 
In order to better position and discuss the findings of existing empirical work and of 
this doctoral research in relation to the broader theory on social support and health, the 
conceptual framework developed by House et al (House, Umberson, et al., 1988), briefly 
introduced in Chapter 1, will be used to guide this research. This model illustrates the 
positioning of social support within the broader structure of social relationships, as well as 
the potential effects and biopsychosocial processes through which social support may affect 
mental and physical health outcomes. This framework, highlighting associations of interest 
for this study, is illustrated once again in figure 2.1 below, for ease of reference. It is 




















Figure 2.1. Framework to illustrate structures and processes of social relationships in 




2.2.1 Positioning of social support within social relationships for health 
 
House et al (1988) define the concept of social support as a key dimension of 
microsocial relationships for health
3
, distinct from social integration and social network 
structure. While the latter two variables refer respectively to the existence or quantity of 
social relationships and the structure characterising these relationships, social support is an 
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 The authors also illustrate and discuss the potential exogenous biological, psychological or social variables 
influencing the existence and nature of social relationships (as illustrated in block A of the diagram), and 
highlight these as an area for further investigation. These relationships are, however, beyond the scope of this 












element of the relational content, that is the “functional nature or quality” of social 
relationships (House, Umberson, et al., 1988, p. 302), through which the effects of social 
integration and social networks can be mediated. As explained by the authors: “Support refers 
to the positive, potentially health promoting or stress-buffering, aspects of relationships such 
as instrumental aid, emotional caring or concern, and information.” (House, Umberson, et al., 
1988, p. 302). It is worth noting that the other two forms of relational content included in the 
model are: 1) relational demands and conflicts and 2) social regulation or control. The former 
refers to the negative or conflictive aspects of relationships that may have an adverse effect 
on health. The latter is defined as the controlling or regulating quality of social relationships, 
which may either have a positive or negative effect on health. While the existence and 
possible effects of these aspects of relational content are important to note, they are, however, 
beyond the scope of this thesis, which focuses specifically on the functional social support 
dimension. 
 
2.2.2 Effects of social support  
 
House et al’s (1988) framework above illustrates how social support is postulated to 
influence health through two distinct types of effects, namely ‘stress-buffering’ and ‘main 
effects’. The stress-buffering hypothesis suggests that social support is protective of health 
primarily or only in the presence of stressful circumstances (House, Umberson, et al., 1988; 
Kaplan, Cassel, & Gore, 1977). Stress-buffering therefore changes or moderates the 
relationship between the stressor/stress and health outcomes, and is observed when the 
association between stress and worse health is stronger for individuals with low social 












people with more social support have better health outcomes than people with less social 
support, regardless of the presence or level of stress. Direct stress-buffering effects are 
illustrated in the House et al (1988) model through the ‘a’ pathway, while direct main effects 
are represented by the ‘e’ pathway. 
 
2.2.3 Mediating processes linking social support to health 
 
The House et al (1988) model also illustrates the potential processes or mechanisms 
linking social support and other dimensions of social relationships to health. These processes 
may be biological, psychological or behavioural (House, Umberson, et al., 1988). These are 
distinct from the issue of whether social support produces main or buffering effects, which, as 
described above, indicates instead whether these processes operate at all times or mainly/only 
when an individual is confronted by stress or health hazards (House, Umberson, et al., 1988). 
In fact, it is hypothesised that both main and stress-buffering effects can occur through any of 
these three types of (potentially co-existing) processes. The authors highlight that ultimately 
the impact of social variables on physical – and to some extent mental – health must occur 
through biological mechanisms; this is supported by human and animal studies showing, for 
example, how the presence of, and more so affectionate contact with, another similar 
organism can reduce cardiovascular and other forms of physiological reactivity (House, 1981 
as cited in House et al, 1988, p. 307; Lynch, 1979). Psychological mechanisms, representing 
the second type of process, may in part be related to biological mechanisms but are also 
distinct: relationships or attachments may lead people to feel better psychologically, and this 
could have physiological effects (House, Umberson, et al., 1988). Social relationships may 












linked to the much-cited work of Lazarus et al (Lazarus, Averill, & Opton, 1974) on the role 
of social relationships in moderating the appraisal of stressors (explained in greater detail 
below). Finally, social relationships can lead to behavioural change, the third type of process, 
including health-promoting behaviours and behaviours that are protective of health in 
stressful or threatening situations (e.g. more sleep, better diet, exercise, better treatment 
adherence).  
In sum, the above theoretical framework illustrates how both main and stress-
buffering effects can occur directly and/or indirectly through - potentially multiple - 
mediating processes. As indicated above, buffering effects and main effects not mediated by 
these microbiopsychosocial processes are represented by pathways ‘a’ and ‘e’ respectively. 
Instead, buffering effects mediated through biosychosocial processes, such as psychological 
and behaviour mechanisms related to coping, would be illustrated by pathways ‘b’ and ‘c’. 
Main effects mediated by biosychosocial processes, such as changes in thought and action, 
would be represented by pathways ‘b’ and ‘d’.   
 
2.3 Theories explaining mediating mechanisms for main and stress-buffering effects 
 
Various key authors in the field of social relations and health have pointed out that, 
while research has clearly demonstrated the existence of a relationship between the quantity 
and quality of social relationships and health outcomes, we still do not fully understand what 
it is about these relationships that affects health and how these effects occur (see for example: 
House, Landis, et al., 1988; House, Umberson, et al., 1988; Sarason & Sarason, 2009; 












both stress-buffering and main effects of social support on health may explain the existence 
of a considerable amount of theoretical work in this area.  
 
2.3.1 Theories explaining mediating mechanisms for stress-buffering effects 
 
Earlier social support research focused primarily on stress-buffering and the processes 
explaining this effect (Cassel, 1976; Cobb, 1976). In the literature, stress-buffering is most 
often associated with the protective effects of social support on mental health mediated by 
adaptive coping behaviour (Berkman & Breslow, 1983; House, Umberson, et al., 1988).  
The stress-buffering hypothesis may, in fact, be considered an extension of stress and 
coping theory, developed by Lazarus and colleagues over a number of years (Folkman, 
Lazarus, Dunkel-Schetter, Delongis, & Gruen, 1986; Lakey & Orehek, 2011; Lazarus, 1966; 
Lazarus & Folkman, 1984). According to this stress process framework, the relationship 
between stressful events encountered and emotional outcomes for an individual is mediated 
by the processes of cognitive appraisal and coping. Cognitive appraisal is the process through 
which a person evaluates the importance of the stressor for their wellbeing, and the options 
for coping (Folkman, et al., 1986). Coping responses are defined as constantly changing 
cognitive and behavioural efforts (thoughts and acts) employed by individuals to manage 
stressful events (Folkman, et al., 1986; Lazarus & Folkman, 1984). It is therefore not 
stress/stressors alone but also the way that an individual appraises and copes with stress that 
determines the effect of stress on individual health. Social support may be considered an 
example of an external (relational) coping resource that can be drawn on for help and that can 












influencing the decision to seek the support of others) (Dunkel-Schetter, Folkman, & 
Lazarus, 1987; Thoits, 1986).   
‘Maladaptive’ and ‘adaptive’ coping strategies refer to the effectiveness of coping in 
promoting emotional wellbeing and addressing problems causing distress (Folkman & 
Moskowitz, 2004). The term ‘adaptive coping’ is used to refer to situations in which there is a 
fit between the controllability of the stressor situation and the choice of coping, which leads 
to fewer psychological symptoms; conversely ‘maladaptive coping’ refers to coping that fails 
to regulate distress or manage the underlying problem (Chesney, et al., 2006). Types of 
coping include active problem-focused coping strategies (e.g. facing and defining the 
problem, problem-solving, choosing and acting on a solution, seeking support from others in 
addressing the problem) and emotion-focused coping strategies (e.g. attempting to ignore the 
problem by distancing, keeping feelings to oneself, cognitive escape-avoidance, seeking 
emotional support) (Burns, Feaster, Mitrani, Ow, & Szapocznik, 2008; Folkman & 
Moskowitz, 2004). While active coping strategies are often associated with more social 
support and positive mental health outcomes, and passive coping with less social support and 
worse health outcomes (Folkman & Moskowitz, 2004; Patterson et al., 1993; Wolf et al., 
1991), this is not always the case. Coping processes are not ‘good’ or ‘bad’ – adaptive or 
maladaptive - in themselves; rather their effects depend on the specific context in which they 
occur (Folkman & Moskowitz, 2004; Lazarus & Folkman, 1984), and there are situations in 
which distancing or other forms of emotion-focused coping may be associated with better 
mental health outcomes (for example, in the case of less controllable stressors) (Folkman & 
Lazarus, 1985; Folkman & Moskowitz, 2004). Thus, according to stress process frameworks, 
social support is posited to buffer the effects of stress on mental health at least in part by 
positively influencing the choice of coping responses associated with better mental health 












would therefore be expected to buffer stress though both psychological and behavioural 
mediating processes related to coping; these are represented by the pathways ‘b’ and ‘c’ in 
the House et al (1988) model. 
 
2.3.2 Theories explaining mediating mechanisms for main effects  
 
In recent years, however, greater attention has been paid to potential mediating 
processes explaining more frequently-observed main effects of social support on mental and 
physical health outcomes (Lakey & Cronin, 2008; Lakey & Orehek, 2011; Uchino, 2009). 
Attempts to explain main effects hypothesise that these effects are a result of ordinary social 
interaction rather than stress and coping specifically (Lakey & Orehek, 2011; Thoits, 1985). 
For example, drawing from previous sociological writings (Durkheim, 1951; Mead, 1934), 
some authors refer to social interaction and support providing people with regular positive 
experiences, stability and a sense of self-worth (S. Cohen & Wills, 1985) and social roles 
resulting in a sense of identity, belonging and self-esteem (Thoits, 1985). More recently, 
Lakey and Orehek (2011) have argued for a greater focus on ‘relational regulation theory’, 
which hypothesises that main effects of support occur when people regulate their affect, 
thought and action through regular ordinary conversations and shared activities with specific 
support providers in both stressful and non-stressful situations, rather than conversations 
specifically about how to cope with stress (Lakey & Orehek, 2011). This suggests that 
supportiveness primarily reflects relational influences and that its effects on health are 
mediated through various psychological and behavioural processes. These theories, 
suggesting that main effects are mediated by changes in thought and action, would be 












Focusing more specifically on the identified associations between social support and 
physical health outcomes, Uchino (2009) proposes an alternative explanation for main 
effects, defined as a ‘life-span perspective,’ which focuses more on the individual than on 
relationships. It suggests that individuals with positive early family environments develop 
‘positive psychosocial profiles,’ including perceived support, certain personality traits and/or 
individual differences, social skills, self-esteem and feelings of personal control (Uchino, 
2009, p. 237). These positive profiles are hypothesised to be related to health through various 
behavioural mechanisms, mainly more proactive coping but also healthy behavioural choices 
(e.g. improved treatment adherence) (Uchino, 2009). A key difference between Uchino et al’s 
(2009) theory and explanations based on psychosocial mediating variables (Thoits, 1985) is 
that self-esteem is hypothesised to be developed as part of a positive profile, simultaneously 
with perceived support, rather than a mediating factor explaining links between support and 
health at a particular time during adult life.  This theory would therefore be more coherent 
with direct main effects of social support (versus main effects mediated through 
biopsychosocial processes), as represented by pathway ‘e’ in the House et al (1988) model.  
 
2.3.3 Theories bridging stress-buffering and main effects processes 
 
As highlighted by House et al (1988), buffering and main effects either occur through 
different mechanisms, or by the same mechanisms that “operate more intensively in the 
presence of stress or other health hazards” (House, Umberson, et al., 1988, p. 307). The 
theories described thus far suggest slightly different mechanisms at play. In a recent article, 
Thoits (2011) instead bridges buffering and main effects processes, by suggesting that both 












mechanisms that operate differently in the presence of stressful situations (Thoits, 2011). The 
author identifies the following as potential variables mediating effects of social support, and 
social relations more broadly, on health: social influence/social comparison, social control, 
role-based purpose and meaning (mattering), self-esteem, sense of control, belonging and 
companionship. Social influence/comparison is described as the process through which 
individuals “obtain normative and behavioural guidance through comparisons with similar 
others in their reference groups” (Thoits, 2011, p. 147), including norms about health 
behaviours, such as drug use, dieting or exercise, seeking care and adhering to treatment. 
Social control is described as a more direct and active form of social influence that may have 
similar effects, except that it refers to “explicit attempts of social network members to 
monitor, encourage, persuade, remind or pressure a person to adopt or adhere to positive 
health practices” (Thoits, 2011, p. 148). A third mechanism, and less explicit form of social 
control, is identified as “behavioural guidance, purpose and meaning (mattering),” which 
derives from role relationships or positions in social structure, encompassing reciprocal 
norms and obligations. These role identities are also posited to provide meaning and purpose 
in life (or a sense of mattering to others), which in turn could have positive effects on 
behaviour and psychological wellbeing. A further two psychological mechanisms highlighted 
are self-esteem and a sense of mastery or control over life. Connections to others and 
acceptance/inclusion in social networks are also hypothesised to foster a sense of belonging 
and provide companionship (e.g. others with whom to share social activities), which in turn 
may have favourable effects on wellbeing.  
Thoits (2011) argues that, while the mediating mechanisms (described above) are the 
same for buffering and main effects, social support “changes in character” in the presence of 
major stressors, and supportive actions change from “everyday” to “major stress-related” 












caring, information exchanges and informal discussions about potential problems and/or how 
to avoid these. These exchanges may influence the psychological mechanisms listed above 
and may thus improve psychological and, through positive affect, physical wellbeing. The 
author argues that when major stressors or adverse events occur, this support moves from 
being “invisible” to deliberate, albeit through the same mechanisms. Expected reciprocity is 
put on hold and network members’ assistance is focused on changing the individual’s 
situation and feelings. This coping assistance includes advising or carrying out coping 
strategies that network members would themselves adopt in a similar situation, which may 
directly reduce the consequences of the stressor or change the person’s emotional reactions 
and ability to cope. Emotional support may also continue to improve the person’s wellbeing 
by indirectly acting through these psychological mechanisms (Thoits, 2011). Thoits’s 
explanations for main effects and stress-buffering would be mediated by psychosocial and 
behavioural processes represented by both the ‘b/c’ and ‘b/d’ pathways in the House et al 
(1988) model.  
 
2.4 Empirical evidence for effects of social support on health and mediating 
processes 
 
2.4.1 Empirical evidence for stress-buffering and main effects 
 
While theory on the relationship between social support and health has its roots in 
seminal sociological literature on social integration (see for example: Durkheim, 1951), 












conducted mainly by health scientists with a psychology orientation (House, Umberson, et 
al., 1988). Since the 1970s, numerous empirical studies, meta-analyses and literature reviews 
have revealed positive relationships between both structural and functional dimensions of 
social support and various mental and physical health outcomes, both among ill and healthy 
individuals (see for example: Berkman, 1995; Broadhead, Berton, James, Wagner, & 
Schoenbach, 1983; S. Cohen & Janicki-Deverts, 2009; S. Cohen & Wills, 1985; House, 
Landis, et al., 1988; Kessler & McLeod, 1985; Seeman, 1996; Thoits, 2011; Turner, 1981; 
Uchino, 2006; D Umberson & Montez, 2010; Wang, Wu, & Liu, 2003). These studies have 
shown either a significant main effect or stress-buffering effect of social relationships, or 
both. While neither type of effect has been found uniformly across studies (S. Cohen & Wills, 
1985; House & Khan, 1985), overall, main effects of social support have been most 
frequently observed, showing positive associations with mental health, physical health and 
longevity (House, Landis, et al., 1988; Thoits, 2011). Some empirical longitudinal studies 
also suggest causal directionality, as less social support has been found to precede negative 
mental health outcomes and mortality (see for example: Berkman & Syme, 1979; Broadhead, 
et al., 1983; House, Robbins, & Metzner, 1982; Leserman et al., 1999; Turner, 1981).  
Overall, the body of literature on social support and mental health is greater than that 
on social support and physical health, and stress-buffering effects in particular have been 
assessed and found primarily for mental health dimensions. Better mental health outcomes 
found to be associated with more social support include depression, anxiety, mood disorders, 
psychological adjustment to life events or stressors, and other psychological or psychiatric 
symptoms (see studies and reviews cited above). Better physical health dimensions associated 
with more social support include the presence of physical or somatic symptoms, the presence 
of chronic and infectious disease, recovery from illness and self-reported health status 












observed links to physical health, some studies have shown positive associations between 
more social support and lower risk of mortality. Among the earlier seminal studies is the 
work of Berkman and Syme (1979), House et al (1982) and Blazer (1982) with adults in the 
USA. More recently, Holt-Lunstad et al (2010) conducted a meta-analytic review of existing 
literature in this area, to determine the extent to which social relationships influenced 
mortality risk (Holt-Lanstad, et al., 2010). The 148 identified studies reviewed, covering data 
with 308,849 individuals over an average of 7.5 years, showed that participants with stronger 
relationships, including dimensions of social support, had a 50% increased likelihood of 
survival, after controlling for age, sex, cause of death and initial health status. Measures of 
social relationships used by these studies included functional measures (received support, 
perceptions of social support, perceptions of loneliness), structural measures (marital status, 
social networks, social integration, living alone, social isolation) and multifaceted measures, 
combining more than one of these constructs, for which the associations were strongest (Holt-
Lanstad, et al., 2010). The authors conclude that the influence of social relations (including 
social support) on mortality risk is “comparable with well-established risk factors for 
mortality” (Holt-Lanstad, et al., 2010, p. 12), and in fact exceeds many key risk factors for 
mortality, such as obesity and physical inactivity. This analysis also supports the causal 
assumption of social relationships influencing health and mortality, as most participants of 
these studies were not suffering from chronic health conditions at the point of baseline 
evaluations, and initial health status was not found to moderate the effect of social 















2.4.2 Empirical evidence of mediating mechanisms  
 
As indicated above, there is a much greater and more conclusive body of evidence 
supporting both main and stress-buffering effects of social support on (mental and physical) 
health than evidence supporting the hypothesised biological, psychological and behavioural 
mediating mechanisms explaining these. There is some evidence of social support being 
linked to mental health, such as depression or mood changes, through psychological 
mediators such as self-esteem, optimism and perceived situational control (see for example: 
Atienza, Collins, & King, 2001; Krause, 1987; Shaw, Krause, & Chatters, 2004; Symister & 
Friend, 2003; Uchino, et al., 2012). There are also numerous examples of studies providing 
evidence of effects mediated by coping processes. For example, various empirical studies 
with individuals living with HIV or other chronic illness have shown active coping strategies 
to be associated with more social support and positive health outcomes, and passive or 
avoidance coping styles to be associated with less social support, higher health risk 
behaviours and increased psychological distress (Burns, et al., 2008; Folkman & Moskowitz, 
2004; Lazarus & Folkman, 1984; Moneyham et al., 1998; Namir, Wolcott, & Fawzy, 1989; 
Nyamathi, Stein, & Brecht, 1995; Pakenham, Dadds, & Terry, 1994; Patterson, et al., 1993; 
R. Thompson, 1992; White, Richter, & Fry, 1992; Wolf, et al., 1991).  
The evidence of mechanisms linking social support to physical health, however, is 
thinner and more equivocal. Perhaps the most conclusive evidence of mediating mechanisms 
for physical health involves physiological processes, as highlighted in literature reviews 
conducted by Uchino and colleagues over the past two decades (Uchino, 2004, 2006; Uchino, 
Cacioppo, & Kiecolt-Glaser, 1996). The three main biological mechanisms investigated 












Glass, Brisette, & Seeman, 2000; Uchino, 2006; Uchino, et al., 1996). The strongest evidence 
of these processes links social support to the cardiovascular system and the immune system. 
Findings of various studies appear to be coherent with the hypothesised effects of social 
support’s stress-buffering function on indicators such as cardiovascular reactivity (usually 
measured by blood pressure or heart rate) (Berkman, Leo-Summers, & Horwitz, 1992; 
Uchino, 2006; Uchino, et al., 1996). Similarly, various studies have documented links 
between social support and immune function processes, for example natural killer cell 
activity in cancer patients and T-cell counts in HIV-positive individuals (Persson, Gullberg, 
Hanson, Moestrup, & Ostergren, 1994; Theorell, Blomkvist, Jonsson, Schulman, & Berntorp, 
1995; Uchino, 2006; Uchino, et al., 1996).  Evidence linking social support to neuroendocrine 
processes includes associations found between support and levels of hormones such as 
cortisol, which is known to have immunosuppressive effects (Turner-Cobb, Sephton, 
Koopman, Blake-Mortimer, & Spiegel, 2000; Uchino, 2006). Uchino et al.’s 2006 review of 
these physiological processes also identifies preliminary data linking social support to more 
integrative physiological mechanisms, such as immune-mediated inflammatory processes 
(Hawkley, Bosch, Engeland, Marucha, & Cacioppo, 2007; Uchino, 2006); despite the 
complexity of this type of research, the authors consider this an important development given 
that research points to the beneficial effects of social support across a number of diseases 
(Uchino, 2006). Moreover, there is also some evidence of positive health behaviours partly 
explaining the relationship between social support, physical health outcomes and mortality 
(Uchino, 2006). Types of positive health behaviours shown to be linked to more social 
support include: healthier eating, exercising, smoking cessation and treatment adherence 
(Chouinard & Robichaud-Ekstrand, 2007; DiMatteo, 2004; Emmons, Barbeau, Gutheil, 














. The influence of social support on health-related behaviours can be direct, 
for example through encouragement and health-related information, or indirect, for example 
through life meaning or self-efficacy (Uchino, 2006). There is also evidence that lack of 
social support, or social isolation, can be an obstacle to positive health behaviours, such as 
adherence, among people living with HIV and other chronic illnesses (Alfonso, Geller, 
Bermbach, Drummond, & Montaner, 2006; Reblin & Uchino, 2008; H. Thompson, Littles, 
Jackob, & Coker, 2006). Moreover, there is evidence of psychological and behavioural 
mediating processes being associated with each other. For instance, studies have shown stress 
to negatively influence good health behaviours, while good health behaviours can positively 
affect stress and anxiety-related thoughts (Ng & Jeffery, 2003; Rejeski, Thompson, Brubaker, 
& Miller, 1992; Uchino, 2006). This points once again to the potential co-existence of 
multiple mediating factors and/or multiple mediating pathways between social support and 
health outcomes.   
 
2.4.3 Gaps in empirical evidence on mediating processes 
 
The global literature on mediating mechanisms explaining the social support-health 
relationship highlights that there are still significant gaps in the evidence showing the 
existence of posited psychological pathways linking social support to physiological processes 
and physical health outcomes (these include psychosocial factors discussed by Thoits in the 
                                                          
4 It is important to note that the influence of supportive behaviours on health is distinct from the influence of 
control behaviours, or ‘social control’ on health, which can potentially have either a positive or negative effect 













2011 article cited above). This prompts Uchino et al, in a recent (2012) critical review article, 
entitled “A visit with the ghosts of research past, present and future,” to compare the search 
for psychological mechanisms linking social support to biological indicators of disease to the 
ghosts who visit the main protagonist of a famous Charles Dickens novel “A Christmas 
Carol” (Uchino, et al., 2012). The authors argue that the existing evidence regarding the 
psychological pathways explaining links between social support and physical health is 
inconclusive, despite social support being one of the most documented psychosocial factors 
affecting physical health and mortality, and despite an on-going attempt over the past few 
decades, to uncover these pathways. While most models postulate the importance of 
psychological mechanisms such as depression, perceived stress and resilience variables such 
as self-esteem or self-efficacy, the authors argue that research conducted to date is not strong 
enough to support this hypothesis in the physical health domain (Uchino, et al., 2012).  
Uchino et al (2012) add their voice to that of Sarason and Sarason (2009) and other 
key authors, such as House et al (1988) more than two decades earlier, in arguing that it is 
important to focus not only on “first generation” questions around the existence of 
relationships between social support and morbidity/mortality, but also “second generation” 
questions, that are concerned with the mechanisms explaining these (Uchino, et al., 2012, p. 
954). Uchino et al (2012), for example, highlight the need to dedicate greater systematic 
attention to this area of social support and health research (Uchino, et al., 2012, p. 955). 
Suggestions by the authors for future research include paying more attention to possible 
design and statistical errors (e.g. mediation models), carrying out more longitudinal research 
and possibly examining multiple psychological mechanisms simultaneously (a suggestion 
that also recalls House et al.’s earlier recommendations). Conceptual issues are also 
highlighted, including the need to pay more attention to the conceptualisation of support in its 












to different support contexts. The authors also suggest expanding consideration of potential 
psychological mediators to further previously-unexamined factors. In this regard they 
advocate for more openness to reconceptualising or refining hypothesised links and models 
and to identifying potential new mediators to inform this process (Uchino, et al., 2012).  
One may question why it matters to go beyond determining the existence of 
relationships between social support and health to understanding how these outcomes come 
about. Thoits (2011) explains that “in order to design effective interventions it is crucial to 
understand intervening mechanisms as well as the relative impact of each of those 
mechanisms on health outcomes” (Thoits, 2011, p. 156). More generally, it has been argued 
that a better understanding of these processes would be important for multiple reasons, 
including the ability to test and refine existing conceptual models, and to design appropriate 
health interventions that take into account the complexity of the links between social support 













CHAPTER 3. SYSTEMATIC REVIEW OF THE LITERATURE ON SOCIAL 




The previous chapter (Chapter 2) described the House et al theoretical framework 
used to guide this research, which illustrates the effects and processes explaining associations 
between social support and health. It then presented the key global theoretical and empirical 
literature on the protective role of social support for health. This highlighted a considerable 
body of evidence exposing a positive relationship between more social support and better 
mental and physical health outcomes among various (ill and healthy) adult populations. It 
also showed how multiple psychological, behavioural and biological processes have been 
found to be mediating this relationship, and that there is still considerable scope for future 
research aimed at better understanding these processes.  
This chapter will describe the methodology and findings of a systematic review of the 
literature quantitatively assessing the association between social support and (mental or 
physical) health outcomes, among HIV-positive adult caregivers of children (the key focus 
population of this study). Methodological limitations and findings of relevant papers retrieved 
will be discussed. The discussion of findings of the identified studies will be guided by the 
House et al theoretical framework and the research questions of interest, that is: a) whether 
these studies provide evidence of main effects or stress-buffering effects of social support on 
the measured mental or physical health outcomes and; b) whether these studies further our 
knowledge on the biopsychosocial mediating processes explaining these effects. Associations 












version of the House et al model. Lastly, taking into consideration methodological limitations 
and findings of studies reviewed, gaps for future research on social support and health among 
HIV-positive caregivers will be discussed.  
 
3.1 Systematic review methodology 
 
From April to September 2011 a systematic literature review was conducted to 
identify all existing published and unpublished international studies that quantitatively 
assessed the association between one or more measurable dimension of social support and 
one or more measurable physical or mental health outcome, among HIV-positive adult 
caregivers of children. Table 3.1, below, summarises the search strategy and final sources of 
relevant papers retrieved. First, a keyword search strategy and composite search term were 
developed by defining: a) the population of interest as ‘HIV-positive caregivers of children’; 
b) the intervention or phenomenon of interest as ‘social support’ and; c) the key outcomes of 
interest as measured ‘mental or physical health outcomes’ (O’Connor, Green, & Higgins, 
2011). This search term was, however, not limited to specific health outcomes, in anticipation 
of the small number of existing studies and wide possible range of outcomes measured, and 
was not restricted by the presence of terms for ‘child’; rather, abstracts were hand searched to 
determine relevance. The search was limited to English-language studies, given the absence 
















Table 3.1. Systematic review search strategy and sources of final relevant papers 
Search criteria (as per the 
PICO inclusion criteria; 
Cochrane Collaboration) 
Population: HIV-positive and/or AIDS-ill adult caregivers of children  
Intervention: social support 
Comparison: HIV-negative caregivers of children; HIV-positive adults not 
caregivers of children 
Outcome: measured mental health outcomes; measured physical health 
outcomes 
Composite search strings Construction of composite search strings 
 
Composite search strings were constructed for each database using the 
following terms and all variations:  
To describe the population: carer, caring for, caregiver, guardian, parent, 
custodian, mother, father, caretaker AND hiv, human immunodeficiency 
virus, human immunedeficiency virus, human immuno-deficiency virus, 
human immune-deficiency virus,  acquired immunodeficiency syndrome, 
acquired immunedeficiency syndrome, acquired immuno-deficiency 
syndrome, acquired immune-deficiency syndrome 
To describe the intervention: social support, social network, support system, 
psychosocial support, psycho-social support 
To describe the outcomes of interest (mental and physical health): no 
limiters included in the search term for mental or physical health outcomes; 
these were determined through hand-searching abstracts 
 
Example of composite search string 
 
(“social support” OR “social network*” OR “support system*” OR 
“psychosocial support” OR “psycho-social support”) AND (carer* OR “caring 
for” OR caregiv* OR “care giver*” OR guardian* OR parent* OR custodian* 
OR mother* OR father* OR caretaker*) AND (HIV OR HIV-* OR HIV/AIDS* OR 
AIDS* OR hiv OR hiv-1* OR hiv-2* OR hiv1 OR hiv2 OR “human 
immunodeficiency virus” OR “human immunedeficiency virus” OR “human 
immuno-deficiency virus” OR “human immune-deficiency virus”  OR (“human 
immun*” AND “deficiency virus”) OR “acquired immunodeficiency syndrome” 
OR “acquired immunedeficiency syndrome” OR “acquired immuno-deficiency 
syndrome” OR “acquired immune-deficiency syndrome” OR (“acquired 
immun*” AND “deficiency syndrome”))  
 
Other search restrictions imposed (geographical, dates etc): none 
 
Databases searched Ebscohost linked databases (Academic search complete, Africa wide 
information, ATLA religion, CINAHL, Econ List, ERIC, Health Consumer, Health 
Source nursing, Master file, Medline, MLA directory, MLA international, 
PsychArticles, PsycINFO, Religion and philosophy collection); Pubmed; 
Cochrane Library; JSTOR; Sabinet; SAcat-2001; SA thesis; Proquest; Oxford 
Journals; AJOL; Sociological Abstracts; CABI direct; Proquest dissertations and 
theses; African Journal Archive; Anthropological Index; Combined Health 
Information; Cambridge Online Journals; Directory of Open access; Social 













Other sources searched - International AIDS Conferences and International AIDS Society 
conference abstracts searched for conferences held from 2005 – 
2011; available at: http://www.iasociety.org/AbstractSearch.aspx 
- Google search using key words such as ‘social support’, ‘caregivers’ 
and ‘health’ 
- Searched websites of key development, HIV/AIDS and public health 
organisations: UNAIDS, UNICEF, WHO, International AIDS Society 
- Searched reference lists of all full text articles identified as relevant 
- Contacted first authors of all articles identified as relevant, for 
further recent publications 
Date or geographical 
limitations 
- NONE 
Sources of final relevant 
articles (16) 
- Database search:  11 
- Reference lists of relevant articles: 3 
- Papers/references sent by authors: 2 
 
 
Twenty database groups were searched (see Table 3.1 for a detailed list). Additional 
strategies to identify further relevant published or ‘grey’ literature included: a) searching key 
HIV/AIDS and public health websites; b) searching online through the Google search-engine, 
using keywords such as ‘HIV’, ‘AIDS’ and ‘social support’; c) searching International AIDS 
Conference and International AIDS Society conference abstracts for the period 2005 – 2011, 
to identify potential full papers not yet publicly available; d) searching the bibliographies of 
all studies identified as relevant; and e) contacting the first author of each relevant manuscript 
to enquire about recent work on these themes not publicly available. Sources of final relevant 
papers included in this review are also indicated in table 3.1. The majority of relevant articles 
(11) were retrieved through database searches, a further three from the reference lists of 
relevant articles and two from direct contact with authors. The web searches did not yield any 
further results. Two potentially relevant abstracts were identified from the lists of 
international AIDS conference abstracts and first authors were contacted; however, full 
papers were not available.  
Excel spread sheets were used to record the details of each source searched (date, 












abstracts were read and hand-searched to determine relevance, and full text was retrieved for 
all potentially relevant abstracts. These full text papers were then read thoroughly to 
determine inclusion and exclusion. Papers that did not fit with the PICO criteria were 
excluded, and reasons for exclusion recorded in a separate excel spread sheet. Reasons for 
exclusion included: wrong population or intervention, absence of health outcomes or social 
support measures, associations of interest not quantitatively assessed.  
 
3.2 Characteristics of relevant studies found 
 
Of the over 5000 database and conference abstracts reviewed, only 34 were identified 
as potentially relevant and full text articles for these were retrieved. After reading full 
articles, a final number of 16 papers and 15 studies were identified as relevant and included 
in this review (two papers report findings from the same broader study and sample, and will 
therefore be considered as one study (Burns, et al., 2008; Prado et al., 2004)). Table A1, 
included in Appendix 1, summarises the key characteristics of the 15 relevant studies, 
including location, sampling and analytical methodologies. Four were documented through 
doctoral theses and the remaining 11 through published academic journal articles. Almost all 
of the studies included in this review (14) were conducted in the U.S., with the exception of 
Rotherum-Borus et al’s research (2010) conducted in Thailand. Publication years ranged 
from 1995 to 2010, although most papers were published before 2005. Sample sizes ranged 
from 25 to 409 and study samples consisted predominantly of African American biological 
mothers. All studies collected data through some form of administered survey instrument; in 
addition three studies examined medical records to obtain specific health indicators (D. 












2001) and one study recorded observations of maternal engagement with children (Gay, 
1995). All studies employed statistical analysis, with the majority of studies using 
multivariate regression analysis (8) or structural equation modelling (4) (Burns, et al., 2008; 
Hough, Brumitt, Templin, Saltz, & Mood, 2003; Leslie, Stein, & Rotheram-Borus, 2002; 
Prado, et al., 2004; Rotheram-Borus et al., 2010).  
As expected, relationships explored, as well as constructs and measurement tools 
used, differed across studies, excluding the possibility of a statistical meta-analysis (the 
constructs and measurement tools used for social support and key health outcomes measured 
are listed below in Table 3.2). Each paper in the final sample was read multiple times by the 
doctoral candidate and analysed with regard to: a) methodological characteristics and; b) 
findings in relation to associations between social support and mental or physical health 
outcomes of caregivers. This information was extracted, synthesized and organized using 
excel spread sheets. Content analysis was conducted and findings organized based on the type 
of associations and pathways identified between social support and measured health 
outcomes, as per House et al.’s conceptual framework presented in previous chapters (Figures 
1.1 and 1.2 in Chapter 1). Based on this model, the following key questions guided the 
organisation and discussion of systematic review findings:  
 Is there evidence of main effects of social support on mental or physical health 
among caregivers of children? 
 Is there evidence that social support buffers the effects of HIV-related stressors 
on caregiver health outcomes (stress-buffering effects)?  
 Do these studies further our knowledge on the processes explaining these effects 
(i.e. the biopsychosocial processes highlighted by the House et al theoretical 













3.3 Results of the systematic review: findings of studies reviewed 
 
Measurement tools used, effects and pathways tested, as well as key findings of 
relevant studies relating to social support and health, are summarized below in Table 3.2. 
Significant associations found are also illustrated graphically in Figure 3.1, based on the 
House et al (1988) framework.  
While most studies in this review assessed the association between social support and 
mental health outcomes (11), one study focused on physical health outcomes (Stock, 2001) 
and two studies explored both types of health outcomes (D. Murphy, et al., 2002; Rotheram-
Borus, et al., 2010).  Thirteen studies tested for main effects, through either regression 
analysis or structural equation models. Six studies tested main effects as mediated by coping 
processes (Lazarus & Folkman, 1984), through either bivariate tests, regressions or structural 
equation models, thus testing coping-related appraisal and behaviour as biopsychosocial 
mediators, as described above (House, Umberson, et al., 1988). Four studies tested for stress-
buffering effects, through interaction terms in regression analysis, to explore whether social 
support changed the relationship between a specific stressor/stressors and the health 
outcome(s) of interest.  
Of the four studies that explored stress-buffering effects of social support on health 
outcomes, two found evidence of these effects and two did not find significant associations. 
Of the thirteen studies that tested for direct main effects, eight found evidence of these effects 
and five did not. Of the six studies that tested for main effects through coping, three found 
evidence of these effects and three did not. The paragraphs below summarise these findings, 
based on the type of effects and processes explored. Associations found by relevant studies 












associations found and the numbers to the left of each arrow indicate the numbers of studies 
(as numbered in Table 3.2) that found significant associations represented by the arrow.  
 
 













Table 3.2. Summary of measurement tools, effects and mediators explored, and key social support and health findings 
Study  Citations of relevant articles found Social support dimensions and 
scales used 
Stressors, coping and health 
outcomes measured 
Effects and mediators 
explored 
Findings in relation to 
associations between social 
support and health 
outcomes 
 
1 Burns, M., et al. (2008). Stress processes 
in HIV-positive African American 
mothers: Moderating effects of drug 
abuse history. Anxiety, Stress, & Coping, 
21(1), 95-116. 
 
Prado, G., et al. (2004). Religious 
Involvement, Coping, Social Support, 
and Psychological Distress in HIV-
Seropositive African American Mothers. 
AIDS and Behavior, 8(3), 221-235.  
 
Social support network: Social 
Support Questionnaire - Short 
Form SSQ6 (Radloff, 1977; 
Sarason, Sarason, Shearin, & 
Pierce, 1987). 
Stress: composite score 
created from three measures: 
(1) 
Hassles Scale (Delongis, 
Folkman, & Lazarus, 1988); (2) 
Difficult Life Circumstances 
Questionnaire (Barnard, 1989); 
and (3) Life Events Scale 
shortened version (Sarason, 
Johnson, & Siegal, 1978) 
Coping: Brief Cope (Carver, 
1997) Psychological distress: 
Brief Symptom Inventory 
(Derogatis, 1993) 
 
- Direct main effects 
on psychological 
distress  
 - Main effects, as 
mediated by coping 
strategies 
Evidence of main effects 
mediated through coping 
but no direct main effects: 
- More stressors positively 
associated with greater 
distress both directly and 
indirectly through more 
avoidant coping 
- Larger social support 
network indirectly associated 
with less psychological 
distress through its negative 
relationship with avoidance 
coping and positive 
relationship with active 
coping 
- No direct relationship 
between social support and 
psychological distress after 












2 Cook, K. (1997). Psychological distress 
and mediating variables in HIV-positive 
mothers of young children. Doctoral 
thesis, California School of Professional 
Psychology, United States, California 
Functional aspects of support 
including reliance alliance, 
attachment, guidance, 
nurturance, social integration 
and reassurance of worth: 
Social Provisions Scale (Cutrona 
& Russell, 1987) 
Chronic life stressors: Urban 
Life Stress Scale (Harrell, 1994) 
Coping: Strategic Approach to 
Coping Scale (Hobfoll, 
Dunahoo, Ben-Porath, & 
Monnier, 1994) 
Depression: CES Depression 
Scale (Radloff, 1977) 
Anxiety: Spielberger State 
Anxiety Inventory (Spielberger, 
Gorsuch, Lushen , & Jacobs, 
1983) 
 
- Direct main effects 
- Main effects, as 
mediated by coping 
strategies 
 
Evidence of direct main 
effects but not main effects 
mediated by coping: 
- Social support directly 
associated with pro-social 
coping subscales, but these 
were not associated with 
anxiety or depression  
- Attachment social support 
subscale directly associated 
with lower anxiety 
- No significant relationship 














3 Gay, C. (1995). Psychological distress 
among mothers infected with HIV: A risk 
and resistance model. Doctoral degree, 
University of Miami, Miami, U.S.A.    
 
Social support network size/ 
availability and satisfaction 
with support:  Social Support 
Questionnaire six-item version 
(Sarason, et al., 1987). 
Stressors: Stress measures not 
included in analysis 
Depression: Beck Depression 
Inventory (Beck, Ward, 
Mendelson, Mock, & Erbaugh, 
1961) 
Maternal Effect and 
engagement: direct 
observation 
Coping: Coping strategies 
inventory (Tobin, Holroyd, & 
Reynolds, 1984) 
-  Direct main effects 
-  Main effects, as 




Evidence of both direct main 
effects and main effects 
mediated by coping: 
- No direct association 
between social support 
availability and psychological 
distress 
- Higher social support 
satisfaction directly related 
to less psychological distress  
- Indirect relationship 
between more social support 
satisfaction and availability 
and less distress through less 













4 Hough, E., et al. (2003). A model of 
mother–child coping and adjustment to 
HIV. Social Science & Medicine, 
56(2003), 643-655. 
Composite social support score 
computed from two tools, 
measuring:  
a) Functional aspects of social 
support (including adequacy 
and satisfaction): Brief 
Questionnaire (Zich & 
Temoshok, 1990)  
b) Structural aspects of social 
support: Convoy model of 
social networks (Antonucci, 
1985) 
HIV-associated maternal 
stressors: General Symptom 
Subscale of the HIV 
Assessment Tool—Revised 
(Nokes, Wheeler, & Kendres, 
1994) 
Coping: Dealing with Illness 
Inventory (Namir, Woolcott, 
Fawzy, & Alambaugh, 1987; S. 
Namir, D Woolcott, F Fawzy, & 
M Alambaugh, 1990) 
Emotional distress: Profile of 
Mood States  (McNair & Lorr, 
1964) 
 
- Direct main effects 
- Main effects, as 
mediated by coping 
strategies 
 
Evidence of both direct main 
effects and main effects 
mediated by coping: 
- Higher level of maternal 
HIV-associated stressors 
associated with greater 
maternal distress through 
more passive coping (but not 
active coping) 
- Social support directly 
associated with less 
emotional distress 
- Social support indirectly 
associated with less 
emotional distress through 













5 Klein, K., et al. (2000). Socio-emotional 
Support in African American Families 
Coping With Maternal HIV: An 
Examination of Mothers' and Children's 
Psychosocial Adjustment. Behavior 
Therapy, 31, 1-26.  
 
Mother's Emotional Support 
from Child: Mother's Emotional 
Support Provided by Child 
Questionnaire (MESC), 
designed by authors to assess 
how often a mother relies on 
her child as a source of 
emotional support 
- Mother's Perceived Parenting 
Support: Modified form of the 
Parenting Convergence Scale 
(Ahrons, 1979) 
Mother's Perceived Support 
from Neighbours and Friends: 
Social Support Scale (derived 
from Belle, 1982)  
Stress: no measure of stress 
used, though maternal HIV 
infection (HIV status) 
represents key stressor 
Psychological Distress: 
measured with Brief Symptom 
Inventory (BSI) (Derogatis & 
Spencer, 1982) and rated using 
the Hamilton Rating Scale for 




interaction terms in 
regression analysis) 
- Main effects  
 
Evidence of main effects but 
not stress-buffering: 
- Higher levels of support 
from neighbours and friends 
and parenting support 
associated with less 
psychological distress 
- Higher levels of emotional 
support from children 
associated with greater 
psychological distress 
- No evidence of stress-
buffering effects of social 
support (i.e. social support 
moderating the relationship 













6 Leslie, M., et al. (2002). The impact of 
coping strategies, personal 
relationships, and emotional distress on 
health-related outcomes of parents 
living with HIV or AIDS. Journal of Social 
and Personal Relationships, 19(1), 45-
66.  
 
Respondents asked to list the 
most important people in their 
lives. Social support variable 
computed from answers to the 
following questions, for each 
person listed: 1) how 
supportive they are regarding 
the illness, 2) how often they 
see that person and 3) how 
often they discuss their illness 
with this person. 
Stress: no measure of stress or 
stressors included in analysis, 
though outcome variable 
suggests HIV/AIDS symptoms 
are a key stressor 
Coping: 76-item Coping with 
Illness Questionnaire derived 
from the Dealing with Illness 
scale (Namir, et al., 1987) 
Distress over HIV or AIDS 
symptoms:  5 indicators 
created from 23 item 
questionnaire (Hein, Dell, 
Futterman, & Shaffer, 1995; 
Rotheram-Borus & Stein, 
1999)  
 
- Direct main effects 
- Main effects as 
mediated by coping 
strategies 
 
No evidence of direct main 
effects or main effects 
mediated by coping: 
- No direct or indirect 
relationship between social 
support and distress over HIV 













7 Mellins, C., et al. (2000). Psychosocial 
Factors Associated with Adaptation in 
HIV-Infected Mothers. AIDS and 
Behavior, 4(4 Health Module), 317-328.  
 
Functional dimension of social 
support (includes availability 
and adequacy of various types 
of social support): 
Multidimensional Social 
Support Inventory (Bauman, 
1997).  
Stressful events: Psychiatric 
Epidemiology Research 
Interview (B. S. Dohrenwend, 
Krasnoff, Ashehasy, & 
Dohrenwend, 1978) 
Psychiatric disorder: 
Structured Clinical interview 
for DSM (Spitzer, Williams, 
Gibbon, & First, 1990) 
Psychological distress: short 
form of the Demoralization 
Scale of the Psychiatric 
Epidemiology Research 
Interview (B. Dohrenwend, 




interaction terms in 
regression analysis) 
- Main effects 
 
Evidence of main effects but 
not stress-buffering: 
- More social support directly 
associated with less 
psychological distress and 
less psychiatric symptoms  
- No evidence of the stress-
buffering (moderating) effect 
of social support on distress 
8 Miles, M., et al. (1997). Personal, Family, 
and Health-Related Correlates of 
Depressive Symptoms in Mothers With 
HIV. Journal of Family Psychology, 11(1), 
23-24.  
Satisfaction with support from 
family and friends in relation to 
child-rearing: Satisfaction with 
Support subscale of the Stress 
Support Scale (Miles, 1995). 
Depression: Centre for 
Epidemiological Studies 
Depression scale (Radloff, 
1977) 
- Main effects No evidence of main effects: 
- No significant relationship 
between satisfaction with 













9 Murphy, D., et al. (2002). Mothers living 
with HIV/AIDS: mental, physical, and 
family functioning. AIDS Care, 14(5), 
633-644. 
Social support network in 
relation to emotional support, 
physical assistance and 
negative interactions: Arizona 
Social Support Scale (Barrera, 
1981; Payne & Jones, 1987). 
- Disease severity (measured 
by CD4 cell count) 
- Depression: Hamilton 
Depression Inventory 
(Reynolds & Kobak, 1995) 
- Anxiety: four items assessing 
health-related anxiety within 
the past week: troubles with 
sleeping, eating, socializing 
and school/work activities in 
reaction to thinking about 
HIV/AIDS and health (D  
Murphy, Steers, & Dello 
Stritto, 2001) 
- Reported physical health: 
Physical functioning, bodily 
pain and vitality sub-scales 
from the Medical Outcome 
Short Form 36 (Ware & 
Sherbourne, 1992)  
 
- Main effects  No evidence of main effects:  
- No significant association 
found between social 













10 Robbins, M., et al. (2003). The 
Protective Role of the Family and Social 
Support Network in a Sample of HIV-
Positive African American Women: 
Results of a Pilot Study. Journal of Black 
Psychology, 29(1), 17-37. 
Social network size/availability 
and satisfaction with support:  
Social Support Questionnaire 
six-item version SSQ6 (Sarason, 
et al., 1987). 
Stressor: disease progression, 
indicated by average monthly 
reduction in CD4 count 
Anxiety and Depression: SIGH-






participants with low 
and high levels of 
support) 
Evidence of stress buffering:  
- Social support satisfaction 
moderated the relationship 
between negative changes in 
health status (CD4 count 
changes) and psychological 
distress: average monthly 
decrease in CD4 cell count 
predicted psychological 
distress only among women 
with low social support 
satisfaction 
- No evidence of a 
moderating effect of social 












11 Rotheram-Borus, M., et al. (2010). 
Benefits of Family and Social 
Relationships for Thai Parents living with 
HIV. Prevention Science 11 (3), 298 - 307 
Functional aspects of social 
support (perceived availability 
of types of support): Medical 
Outcomes Study Social Support 
Scale (Sherbourne & Stewart, 
1991) 
Depression: 15-item screening 
test developed and used 
previously in Thailand (Thai 
Department of Mental Health, 
2006). 
Perceived physical health: 
three items from the MOS-HIV 
Health Survey Manual (Wu, 
1999)  
Quality of life: Thai version of 
the 
Short Form (26 it ms) of the 
WHO Quality of Life 
Questionnaire (Thai 
Department of Mental Health. 
Ministry of Public Health, 
1998; World Health 
Organization, 2004) 
- Main effects 
 
Evidence of main effects:  
- Higher levels of social 
support directly associated 
with less depression  
- Higher levels of social 
support indirectly associated 
with better perceived 
physical health through less 














12 Sharts-Hopko, N., et al. (1996). Problem-
Focused Coping in HIV-Infected Mothers 
in Relation to Self-Efficacy, Uncertainty, 
Social Support, and Psychological 
Distress. Journal of Nursing Scholarship, 
28(2), 107-111. 
Perceived social support 
availability and 
conflict/perceived cost of 
support: short form of the 
Interpersonal Relationship 
Inventory (IPRI) (Tilden, 1991).  
Stressors: no specific measure 
of stress used, though 
potential stressor variables 
included unemployment and 
length of child’s illness 
Coping:  Problem-focused 
coping subscale from the Ways 
of Coping Revised Checklist (S 
Folkman & Lazarus, 1980, 
1985) 
Psychological Distress: The 
Brief Symptom Inventory  
(Derogatis & Spencer, 1982) 
- Direct main effects  




No evidence of stress-
buffering and main effects 
only of the cost of support 
subscale:  
- No significant relationship 
between the social support 
subscale and distress 
- Perceived cost of support 
subscale associated with less 
psychological distress 
13 Silver, E., et al. (2003). Factors 
Associated with Psychological Distress in 
Urban Mothers with Late-Stage 
HIV/AIDS. AIDS and Behavior, 7(4), 421-
431. 
Structural and functional 
dimensions of support systems:  
Multidimensional Social 
Support Inventory (Bauman & 
Weiss, 1995) 
Psychological distress: 
Psychiatric Symptom Index 
(Ilfeld, 1976) .  
- Main effects Evidence of main effects: 
- More social support 
associated with higher 
depressive symptoms 
- Higher perceived adequacy 
of support associated with 
less distress (though 












14 Stock, M. (2001). The effects of received 
and perceived social support on the 
health status of HIV-positive African-
American women. Doctoral thesis, 
Tulane University, U.S.A., Lousiana. 
Perceived support availability: 
questions from the Social 
Support Scale (Belle, 1982) 
Received social support: 2-item 
subset of questions from a 
semi-structured interview 
instrument, the Descriptive 
Interview (Morse et al., 1993). 
Physical health status: 
medical chart review to 
abstract data on CD4 count 
and CDC staging (Center for 
Disease Control’s classification 
system to categorize 
progression of HIV disease, 
based on both CD4 count and 
opportunistic illnesses; 
(Centers for Disease Control 
and Prevention, 1992)) 
Perceived health: participants 
asked how they would 
describe their physical health. 
 
- Main effects Evidence of main effects: 
- Direct positive relationship 
between perceived 
emotional support and better 
health (as measured by CD4 
count and CDC staging)  
- Negative relationship 
between perceived economic 
dependence on others and 
CD4 count  
-  Daily dependence on 
others was positively 
associated to subjective 
health 
- No relationship between 
received support and health 
outcomes  
- Perceived economic 
dependence inversely related 
to health measured by CD4 












15 Wyatt, A. (1997). Prediction of 
hopelessness among HIV positive 
mothers: Evidence for the social support 
buffering and diathesis-stress models. 
Doctoral thesis, Chicago Medical School, 
Illinois, U.S.A. 
Social network size and 
satisfaction with support:  
Abbreviated version of the 
Social Support Questionnaire 
SSQ6 (Sarason, et al., 1987). 
Hopelessness: Hopelessness 
scale (Beck, Weissman, Lester, 
& Trexler, 1974) Depression: 




interaction terms in 
regression analysis) 
Evidence of stress buffering: 
- Social support, especially 
satisfaction with support, is 
associated with less 
hopelessness among mothers 
under high, but not low, 
stress, and for mothers with 















3.3.1 Stress-buffering effects of social support on (mental) health  
 
Two studies provided evidence of stress-buffering of specific (general life or HIV-
related) stressors through interaction terms in regression analysis (pathway a in Figure 3.2). 
Robbins et al (Robbins, et al., 2003) found that social support satisfaction moderated the 
relationship between change in health status (as measured by change in CD4 cell counts) and 
psychological distress. Specifically, among HIV-positive mothers with low social support 
satisfaction, the average monthly decrease in CD4 cell count predicted increased 
psychological distress; instead, for participants who reported high support satisfaction, there 
was no evidence of a similar relationship between this indicator of physical health status and 
distress. Moreover, the authors’ analysis did not show significant relationships between social 
network size and distress, suggesting that it was the quality, rather than quantity, of social 
support that moderated these mothers’ psychological distress reactions (Robbins, et al., 
2003). Wyatt (Wyatt, 1997), instead, focused on the construct of hopelessness and found 
social support, especially satisfaction with support, to be a predictor of less hopelessness for 
HIV-positive mothers under high stress, but not for mothers with low stress. 
 
3.3.2 Main effects of social support on health outcomes 
 
Eight studies found evidence of at least one significant direct association between at 
least one dimension of social support and at least one mental or physical health outcome 
explored. Most of these studies found positive associations between more social support and 












provide possible explanations included below. Findings related respectively to main effects 
on mental health (represented by pathway e2 in Figure 3.2) and physical health (represented 
by pathway e1 in Figure 3.2) are described below. Moreover, three studies found evidence of 
indirect main effects of social support on mental health, mediated by coping processes 
(represented by the b/d pathway in Figure 3.2). 
 
Direct positive associations between social support and health. Seven studies 
provided evidence of a positive association between social support and mental health 
outcomes, one study found social support to be positively associated with physical health 
outcomes, and one study’s findings suggest an indirect effect of social support on physical 
health through its association with mental health.  
Five studies found a positive relationship between a functional measure of social 
support (perceived availability or adequacy) and a measure of psychological distress among 
HIV-positive caregivers. Mellins et al (Mellins, Ehrhardt, Rapkin, & Havens, 2000) found 
that increased social support was associated with fewer symptoms of mental health conditions 
among HIV infected mothers of young children. Various dimensions of social support were 
found to directly impact psychological distress and psychiatric disorder. While some of these 
associations held across stress levels (i.e. availability of support on psychiatric symptoms and 
adequacy of support on demoralization), others were significant only for mothers 
experiencing low levels of stress (e.g. more negative support with more demoralization and 
more support adequacy with less psychiatric symptoms), suggesting that at high levels of 
stress the impact of this stress on mental health might be too large to witness the support 
impact (Mellins, et al., 2000). Hough et al (Hough, et al., 2003) found social support to have 












effect on coping behaviour.  Gay (1995) found that social support satisfaction was directly 
associated with less self-reported psychological distress. Klein et al (Klein et al., 2000) 
showed that higher levels of parenting support and support from neighbours and friends, were 
associated with less psychological distress. Rotheram-Borus et al (Rotheram-Borus, et al., 
2010) found functional dimensions of social support to be significantly correlated with better 
quality of life and less depression among Thai parents living with HIV. Silver et al (Silver, 
Bauman, Camacho, & Hudis, 2003) found that higher rated adequacy of support was 
negatively associated with psychological distress among mothers with late stage HIV/AIDS, 
although its relationship to distress was quite modest. Only one study (Cook, 1997) focused 
on anxiety as an outcome and found that greater emotional closeness or attachment in 
relationships was associated with less anxiety among HIV-positive mothers of young 
children.  
In addition, one study reviewed found a direct positive relationship between social 
support and physical health indicators (Stock, 2001). Stock (Stock, 2001) found that 
perceived emotional support from others and support from friends and neighbours were the 
most important factors positively influencing the health status of HIV-positive mothers (as 
measured by CD4 count and CDC staging); this was not the case, however, for received 
support. More specifically, emotional support and support from friends and neighbours were 
positively associated with better health status. Moreover, a measure of daily dependence 
(aimed at determining whether the participant had people who could help and how much 
he/she depended on them for emotional, economic help and daily coping (Morse, et al., 
1993)) was associated with better subjective physical health.  
Rotheram-Borus et al.’s (Rotheram-Borus, et al., 2010) study also suggests a possible 
indirect positive effect of social support on physical health through mental health, by 












and physical health in the same model. As indicated above, the authors found social support 
to be significantly correlated with better quality of life and less depression; in turn, less 
depression was associated with better ARV adherence and better perceived physical health. 
This pathway is represented by the bidirectional f arrow included in diagram 3.2, intended to 
illustrate potential associations between mental and physical health outcomes. However, it 
may also be considered to represent an example of a psychological process through which 
social support has a main effect on physical health (pathway b/d) (House, Umberson, et al., 
1988).  
 
Direct negative associations between social support and health. Two studies found 
a negative relationship between a dimension of social support and a mental health outcome 




Silver et al.’s (2003) analysis showed that receiving more social support was 
significantly related to higher depressive symptoms among low income mothers with late 
stage HIV/AIDS. Authors concluded that this probably reflected greater mobilization of the 
support system among the women experiencing the most distress (2003). Instead, Klein et al. 
(2000) found that, while support from neighbours and friends was associated with less 
psychological distress, higher levels of emotional support from children cared for were 
associated with greater psychological distress. An explanation for this finding offered by the 
                                                          
5
 It is also worth mentioning that Sharts-Hopko et al. (1996) found that the perceived cost of social support was 
inversely associated with psychological distress among HIV-positive mothers; however this has not been 
included among reported negative associations between social support and health, since the cost of support is a 













authors was that support from children could reflect the absence of adult sources of support, 
which are generally preferred (Barbee, Derlega, Sherburne, & Grimshaw, 1998), as well as 
the inability of the child to meet the adult’s emotional needs (Klein, et al., 2000).  
Stock’s (2001) analysis also found a negative relationship between one component of 
a perceived social support scale and physical health. Specifically, perceived economic 
dependence was found to be inversely related to CD4 count among HIV-positive mothers in 
her study, thus associated with worse health status (Stock, 2001). However, as the author 
suggested, it is likely that the inverse direction of causality held in this case; that is that HIV-
positive women with more advanced HIV illness were more likely to be unable to work and 
hence economically dependent (Stock, 2001). Hence this construct may not have been the 
most appropriate to measure perceived support in relation to health in this situation, as it 
likely indicated support needs rather than availability. 
 
Evidence of indirect effects of social support on mental health through coping 
processes. While five studies found evidence of a direct association between social support 
and coping styles or processes (Burns, et al., 2008; Cook, 1997; Gay, 1995; Hough, et al., 
2003; Leslie, et al., 2002; Prado, et al., 2004), only three of these studies also found a 
significant relationship between these coping processes and carer mental health outcomes, 
thus suggesting a main effect of social support as mediated by coping styles (pathway b/d in 
Figure 3.2).  
Prado et al (Prado, et al., 2004) and Burns et al (Burns, et al., 2008) found that, among 
low-income HIV-positive mothers, a larger social support network was a significant predictor 
of more support coping and active coping and less avoidant coping, indicating that more 












coping), the use of positive reframing, planning and taking action as coping responses (active 
coping) and with less use of avoidant coping such as disengagement, distraction and 
suppression of thoughts (Carver, 1997).  In turn active coping was associated with less 
psychological distress and avoidant coping with greater psychological distress. Thus, social 
support network size was posited to have an indirect (positive) effect on distress through 
these two coping strategies. Once controlling for coping, no significant direct relationship 
between social support and psychological distress was found, suggesting that the effect of 
social support on distress occurred entirely through its effect on coping, in line with stress-
process models.  
Similarly, Hough et al.’s (2003) findings suggested a positive effect of both functional 
and structural aspects of social support on the use of active meaning-making coping, which in 
turn was associated with decreased emotional distress in mothers (Hough, et al., 2003). 
Active meaning-making coping referred to forms of active and support coping employed 
specifically to cope with illness; this includes active cognitive efforts to deal with the 
appraisal of the stressfulness of the illness, active-behavioural efforts that deal with problems 
related to illness and reliance on others for support (Namir, et al., 1987; Namir, D Woolcott, 
F Fawzy, & M Alambaugh, 1990).  
In her work with HIV-infected mothers of HIV-infected children, Gay (Gay, 1995) 
also found evidence of a relationship between social support and these mothers’ 
psychological distress, mediated through coping processes. Specifically, more social support 
availability and satisfaction were associated with a less disengaged coping style; less 
disengaged coping was in turn associated with less self-reported psychological distress. The 
disengaged coping construct used in this study was similar to passive or avoidance coping 
variables in the studies cited above; it included behaviours such as problem avoidance, self-












(Burns, et al., 2008) study, however, both Hough et al (Hough, et al., 2003) and Gay (Gay, 
1995) found significant residual main effects of social support on distress levels once 
controlling for coping; this suggested that the effect of social support on these carers’ mental 
health occurred in part through other channels.  
 
3.4 Discussion of findings, strengths and weaknesses of studies reviewed 
 
3.4.1  Synthesis and discussion of findings 
 
Findings of relevant studies retrieved in this systematic review will be discussed with 
reference to the House et al theoretical framework and the key questions guiding the review, 
defined above in Section 3.2. In terms of the existence and direction of relationships, the 
majority of studies reviewed found evidence of a significant positive association between at 
least one dimension of social support and at least one health outcome among HIV-positive 
caregivers of children. In particular, findings confirm the importance of social support for the 
mental health of these caregivers, as most studies focused on mental health outcomes.  
Findings were not, however, consistent across studies, as a minority of studies did not 
find significant associations or even found negative associations (i.e. social support 
associated with worse health outcomes). This is in line with previous research on social 
support which suggests that protective effects of this support on mental health are not 
uniform across groups in society (Kawachi & Berkman, 2001); outcomes may differ 
depending on the interaction between the type of stressor, the type of social support and the 












‘negative’ (B. Andrews, Brewin, & Rose, 2003; Kawachi & Berkman, 2001).  Outcomes are 
also closely linked to constructs and measurement tools utilised; as indicated above, the 
choice of these variables may explain some of the negative relationships observed in these 
studies. Overall, findings of studies reviewed also appear to confirm the importance of 
perceived availability and adequacy of support for health outcomes, though it is difficult to 
draw strong conclusions from this review as fewer studies explored structural dimensions of 
support.  
Consistent with the broader existing research on social support and health among 
adult populations, most studies found evidence of either stress-buffering or main effects of 
social support or both. Though evidence for main effects was stronger, it should be noted that 
a much larger number of studies explored main versus stress buffering effects. Nevertheless, 
this beckons attention to Lakey and Orehek’s (Lakey & Orehek, 2011) argument that more 
attention should shift towards a better understanding of the more frequently-observed main 
effects and the processes that may explain these. It should also, however, be noted that in the 
case of stress-buffering of specific stressors explored through moderation analysis, 
associations between outcomes will invariably depend on the stressors and indicators chosen. 
The lack of an expected outcome may also indicate that the stressors explored may not be the 
most important for the population in question and/or those for which social support plays a 
key role in attenuating mental health effects. A similar argument can be made for structural 
equation models (SEM) that fail to find significance for (all) expected associations between 
stressors explored, specific coping responses and distress.  
In terms of a greater understanding of the biopsychosocial processes explaining the 
effects of social support on health outcomes (House, Umberson, et al., 1988), the studies 
reviewed offer little insight beyond exploring coping processes as a mediating factor for main 












positive carers by increasing the likelihood of active strategies (including seeking support and 
dealing constructively with stressors) and decreasing the likelihood of passive strategies (e.g. 
avoidance, emotion-based coping) in coping with stress. With reference to the theoretical 
framework, this suggests that social support is influencing health among HIV-affected 
caregivers through both psychological (appraisal) and behavioural processes related to 
coping. Interestingly, these studies assessing coping as a mediator only test for and find main 
effects of social support mediated by coping, despite the fact that coping processes are more 
typically associated with stress-buffering. This does not, however, exclude the existence of 
stress-buffering effects mediated through similar coping processes.  Also, it should be noted 
that not all studies in this review showing associations between social support and coping 
styles provide evidence of these effects translating into better health outcomes. Furthermore, 
two of the three studies showing indirect effects on health through coping also show a 
residual direct relationship between social support and health, suggesting that there may be 
co-existing alternative mediating processes through which social support is influencing health 
in this population. One study reviewed (Rotheram-Borus & Stein, 1999) also provides 
evidence that social support may be positively influencing physical health through mental 
health, which could be considered an example of a psychological mediating process (House, 
Umberson, et al., 1988).  
 
3.4.2 Methodological strengths and weaknesses of studies reviewed 
 
The articles retrieved had a number of methodological strengths. For example, most 
were peer-reviewed articles published in academic journals, suggesting a high standard and 












coping models) or clear arguments based on existing empirical literature. The majority of 
studies employed multivariate analytical methods or structural equation modelling, which 
allowed for the assessment of the relative importance of key variables and mediation analysis.  
In contrast, a key weakness of these studies was their limited geographical and 
population focus. As indicated above, most studies (all but one) were conducted in the USA. 
The large majority (13 of the 15) worked with samples of only mothers or female caregivers 
of children, and the sample of the remaining two studies consisted predominantly of women 
(Leslie, et al., 2002; Rotheram-Borus & Stein, 1999). Sample sizes were relatively small and 
most samples were recruited from clinics (versus household surveys) so they were not 
representative of the general population of caregivers. Most of the studies did not work with 
control or comparison groups of HIV-negative caregivers, thus limiting the ability to compare 
outcomes between HIV-positive and other carers
6
. Moreover, most of the studies were cross-
sectional; while SEM models construe causality based on theory, longitudinal data would be 
better suited to explore causality (Turner, 1981). Most of the studies were also dated (1990s 
and early 2000s). 
                                                          
6
 Only 1 study (Klein et al, 2000) conducted comparative analysis with a control group of HIV-negative 
caregivers with similar demographic characteristics, and worked with longitudinal data from two assessments 
conducted over 12 – 14 months. Differences in results regarding the association between types of socio-
emotional support and psychosocial functioning among HIV-positive versus HIV-negative caregivers were 
tested in the regression models using interaction terms (HIV status x type of support). No significant differences 
were found. However, the study showed that HIV-infected women reported lower levels of emotional support 
from children and from neighbours and friends, as well as higher levels of psychological distress. Longitudinal 
analysis highlighted the importance of socio-emotional support from friends and neighbours as a resource 













It should also be highlighted that where studies only test for one type of effect (stress-
buffering or main), it is not possible to conclude that the other is not present. Similarly, where 
mediating pathways are not explored, it is not possible to know the biopsychosocial processes 
through which effects occur (House, Umberson, et al., 1988). For example, if stress-buffering 
is observed but coping processes are not explored as mediating variables, it is not possible to 
determine whether buffering effects observed occur through coping or other pathways.  
 
3.5 Research gaps emerging from the systematic review 
 
Based on both the methodological limitations of studies and the theoretical framework 
presented in Figure 1.1, a number of gaps and opportunities emerge for future research. First, 
given the location, dates and methodological limitations of studies reviewed, there is clearly a 
need for research exploring associations between social support and health outcomes of HIV-
positive caregivers in Southern Africa and other parts of the developing world. In these areas 
most affected by the HIV/AIDS epidemic, experiences of caregiving and health challenges 
are no doubt significantly different from those faced by populations in the USA and 
developed world. There is also a need for larger studies with samples that are more 
representative of general caregiver populations. In particular, further attention should be paid 
to research with caregivers of non-biological children living with HIV, such as grandparents 
or older carers, who are taking on increasing caregiving responsibilities in the context of high 
young adult mortality in Southern Africa (Kimuna & Makiwane, 2007). Moreover, studies 
with HIV-negative control or comparison groups of caregivers with similar socio-
demographic characteristics would allow one to identify similar and differing outcomes 












With reference to the theoretical framework guiding this review and broader doctoral 
research (House, Umberson, et al., 1988), a number of gaps are evident. For example, there is 
a need to focus further on the effects and processes through which social support may be 
influencing physical health among HIV-affected caregivers. While the studies conducted to 
date provide some evidence of positive associations between physical health outcomes and 
social support, most of the studies focused on mental health outcomes. Also, as is the case for 
the broader literature on social support and health, most studies in this review looking at 
mental health outcomes focused on depression or psychological distress. It would be useful 
for future research to explore other mental health outcomes such as anxiety, which, for 
example, has been found to be the most common mental health disorder among the general 
population in South Africa, and, more specifically, among caregivers of children in HIV-
endemic communities (Herman et al., 2009; Kuo & Operario, 2011). Further attention should 
also be dedicated to investigating the extent to which effects on physical health outcomes 
may be mediated by or associated with these mental health outcomes.  
Moreover, as the large majority of studies included in this review investigated main 
effects, further focus among this population should be afforded to testing stress-buffering 
effects as well as these main effects, specifically with regard to HIV/AIDS-related stressors.  
Also, while study findings point to both stress-buffering and main effects on health, further 
research would be needed to obtain a better understanding of the mechanisms or processes 
through which these effects occur.  For example, none of the studies reviewed explored the 
potential physiological processes through which social support may have been influencing 
physical or mental health, nor the potential behavioural or psychological mediating processes 













CHAPTER 4. BROADER LITERATURE REVIEW ON THE HEALTH RISKS 




The systematic review presented in the previous chapter exposed a relatively small 
number of existing studies (15) quantitatively investigating the relationship between social 
support and health outcomes among the population of particular interest for this study – that 
is, HIV-positive caregivers of children. Therefore, in order to better contextualize systematic 
review findings and this doctoral work within the broader literature on HIV, caregiving and 
social support, a further, broader literature review was conducted. The aim of this review was 
to identify and synthesize the global literature focusing on: a) the respective health risks 
associated with living with HIV, and providing care for children, and; b) the protective role 
of social support for health among populations of HIV-positive adults and adult caregivers of 
children.  
First, this chapter will present and discuss key findings of the literature reviewed, 
highlighting work conducted in Southern Africa and other parts of the developing world. 
Second, this chapter will discuss existing research gaps and important areas for future 
research on social support and health among HIV-positive caregivers of children. This 
discussion will be based not only on the literature review presented in this chapter, but also 
on the theoretical and empirical work outlined in Chapter 2, and the systematic review with 
HIV-positive caregivers of children discussed in Chapter 3. The aim is to comprehensively 













4.1 Health risks associated with HIV and caregiving 
 
An HIV diagnosis and/or living with the disease may be considered a key stressor for 
health. HIV-positive individuals have heightened physical and mental health risks, especially 
as the severity of the disease increases. Similarly, caring for children has been shown to be 
associated with increased stress and mental health risks, especially when the caregiving 
burden is high and/or caregivers are looking after foster children. Adults caring for children 
who are also living with HIV may be especially at risk for poor physical and mental health, as 
they would be dealing with stressors related both to caregiving and living with HIV. This 
section will review the published literature(s) on HIV and child caregiving as respective risk 
factors for health, and consider the implications of the combined experience of child 
caregiving and HIV.  
 
4.1.1 Physical health effects of HIV 
 
Since the physical health risks and implications of living with HIV/AIDS are well 
documented (see for example: Barnett & Whiteside, 2006; Schneider et al., 2008; Schoub, 
1999; World Health Organisation, 2005) they will only be briefly discussed in this section, 
and greater attention will be afforded to the mental health implications of the disease.  
Once contracted, the Human Immunodeficiency Virus attacks and destroys human 
immune system cells known as CD4 cells, thus progressively debilitating the immune system 
and allowing for opportunistic infections, such as tuberculosis, to attack the body. AIDS, 












person’s immune system is severely damaged and has difficulty fighting diseases. The 
progression of HIV to AIDS usually takes about 8- 10 years, but may be as short as 2 or 3. 
While HIV-status is usually determined by diagnostic (blood) tests and AIDS by a CD4 count 
below an indicated threshold, these clinical parameters may be difficult to determine in 
resource-limited settings with limited laboratory access. As a result, organisations such as the 
World Health Organisation and the US Centers for Disease Control have introduced clinical 
staging systems, which identify various stages of disease progression, based on the presence 
of HIV-related symptoms and, where available, CD4 count (Centers for Disease Control and 
Prevention, 1992; World Health Organisation, 2005).  
In the absence of treatment, once HIV progresses to AIDS, infections will become 
more frequent and severe until the infected person dies; this will occur over a period of 
approximately 12 – 24 months. However, the introduction of ART (antiretroviral therapy) in 
the mid-2000s has increased the life expectancy of many people living with HIV who are 
able to access treatment, thus decreasing AIDS-related mortality (UNAIDS, 2010). For many, 
HIV has therefore been transformed from a ‘death sentence’ into a chronic disease. However, 
the limited available data from resource poor settings (Buyondo, Batamwita, Featherstone, & 
Mills, 2011; Myezwa, Buchalla, Jelsma, & Stewart, 2011; Myezwa, Stewart, Musenge, & 
Nesara, 2009) and experiences from resource rich settings (Nixon et al., 2011; O’Brien, 
Bayoumi, Strike, Young, & Davis, 2008; O’Brien, Wilkins, Zack, & Solomon, 2009) indicate 
that living longer with the HIV is often accompanied by the experience of morbidity and 
HIV-related disability. This is the result of both the disease itself and the side-effects of 
treatment, and represents one of the most significant ‘secondary’ health-related impacts of the 
epidemic in a post-ART era. Thus, while ART has changed the trajectory of the disease and 
the type and experience of physical and mental conditions, living with HIV and on treatment 












Moreover, the pace of disease progression and the intensity of the physical health 
effects of the disease are likely to be greater in many communities of Southern Africa and the 
developing world, which are facing situations of widespread poverty, food insecurity, 
difficult access to quality health care and other livelihood stressors (Barnett & Whiteside, 
2006; Belue, et al., 2008; Casale, 2011; Howard, et al., 2006; Ssengonzi, 2009).  
 
4.1.2  Mental health effects of HIV 
 
Literature showing associations between HIV and worse mental health. Various 
studies, conducted in both the developed and developing world, provide evidence of worse 
mental health among HIV positive individuals, compared to HIV-negative control groups or 
normative population data. These findings are not surprising, since poorer mental health has 
been associated with the presence of many other serious medical illnesses (see for example: 
Ciesla & Roberts, 2001; Rodin & Voshart, 1986). For example, the World Health 
Organisation reported that HIV prevalence rates in mentally ill inpatients and outpatients in 
the USA were estimated to be between 5% and 23%, compared to the 0.3 – 0.4% in the 
general population (World Health Organisation, 2008).  
The existing global literature on HIV and mental health points most strongly to a 
relationship between HIV infection and depression or psychological distress, as studies in 
both high and low income countries have found higher rates of psychological distress and 
depression among HIV positive individuals (Folkman, et al., 1993; Sherr, et al., 2011; World 
Health Organisation, 2008). There is a smaller body of literature showing significant 












anxiety, PTSD and suicidal ideation. For example, a review of the US and global literature on 
psychosocial factors and HIV revealed a significant body of evidence highlighting a greater 
prevalence of depression, anxiety and PTSD among HIV-positive individuals than in the 
general population (Whetten, Reif, Whetten, & Murphy-McMillan, 2008). A 2001 systematic 
review conducted by Sherr et al showed that the prevalence of PTSD among people living 
with HIV ranged from 5% to 74%, significantly greater than the prevalence (7–10%) in the 
general population (Sherr et al., 2001). A more recent systematic literature review on HIV 
infection and suicidal behaviour revealed a high suicidal burden among people with HIV 
(Catalan et al., 2011); autopsy studies showed that 9.4% of HIV-positive study participants 
had committed suicide, 26.9% reported suicidal ideation and 22.2% had a suicide plan. 
Though these reviews identified the existing global literature on these themes, it should be 
noted that the large majority of papers found and reviewed were from North America and 
Europe. 
There are also numerous studies showing associations between worse physical health 
status, including severity of symptoms and disease progression, and worse mental health of 
HIV positive individuals. For example, higher rates of psychological distress or depression 
among HIV positive individuals have also been shown to be related to the severity of HIV-
related symptoms and/or disease progression (Folkman, et al., 1993; Leserman, 2003; Linn, 
et al., 1995; Sherr, et al., 2011; World Health Organisation, 2008). There is also evidence that 
individuals with more HIV-related symptoms and infected for a longer time are more at risk 
for mental health conditions such as depression, anxiety and PTSD (Whetten, et al., 2008; 
Zinkernagel et al., 2001).  
Despite key differences in the nature and trajectory of the epidemic in Southern Africa 
versus the developed world, the smaller body of literature from the Southern African region 












review of 104 papers on HIV/AIDS and mental health research in sub-Saharan Africa showed 
high overall prevalence levels of mental illness among people living with HIV, with most 
studies reporting over 19% prevalence of mental health conditions (Breuer, et al., 2011). 
Studies reviewed clearly revealed higher frequencies of depression among PLWHIV in 
relation to the general population, however findings on anxiety and PTSD were less clear, in 
part due to study limitations (e.g. absence of control groups). It was also shown that mental 
disorders such as depression were higher in people with more HIV symptoms and late stage 
disease (Breuer, et al., 2011).  
 
Explaining observed associations between HIV/AIDS and worse mental health. 
An HIV diagnosis and the experiences of living with the disease can be a source of 
significant stress, leading to worse mental health (Sherr, et al., 2011).  Infected individuals 
face multiple potential HIV-related stressors, including experiences of physical illness, 
financial stressors, fear of disclosure, social isolation or stigma and fear of death (Clucas, et 
al., 2011; Sherr, et al., 2011; World Health Organisation, 2008). A 2001 meta-analysis of 
(ten) published studies showed that HIV-infected individuals had higher rates of depressive 
disorder (Ciesla & Roberts, 2001) than the general population, but lower rates than those 
observed in medical inpatients; this led the authors to conclude that it might not be the HIV 
infection itself, but associated factors such as stigma and environmental stressors, accounting 
for these findings (Ciesla & Roberts, 2001). Brandt’s (2007) qualitative work with HIV-
infected mothers in South Africa supported quantitative findings on the impact of HIV on 
psychological distress, but highlighted poverty as an ‘underlying narrative’ that ‘filtered’ 
their experience of living with HIV; at times this poverty had greater importance as a stressor 
for these women than HIV in itself (Brandt, 2007). More generally, there is strong evidence 












2003; World Health Organisation, 2001), and that poverty can be a driver of HIV (Casale & 
Whiteside, 2006; Eaton, Flisher, & Aaro, 2003; Hallman, 2004) pointing to risks for mental 
health among HIV-infected individuals living in poor Southern African communities.  
Apart from the potential psychological impact of living with HIV, the disease can also 
directly affect the central nervous system and cause neuropsychiatric conditions such as 
depression, mania, cognitive disorder and dementia (World Health Organisation, 2008). 
Neuropsychiatric and psychological problems among PLWHIV cannot be completely 
dissociated, however, as the one may influence the other; for example, conditions of people 
with neurological disease may worsen as a result of depression and distress (Gibbie et al., 
2006; Rackstraw, 2011). 
While this research is interested primarily in HIV as a stressor for health, and 
therefore the effects of HIV/AIDS on physical and mental health outcomes, it is important to 
note that the causal relationships explaining associations between HIV status, disease 
progression and mental health may be complex and/or bidirectional. For example, it has been 
shown that persons with mental health disorders (e.g. substance-use disorders and risky 
sexual behaviours) are more at risk of contracting HIV (Brandt, 2009; World Health 
Organisation, 2008); this is reinforced by studies showing mental health conditions, such as 
anxiety, to predate infection (Clucas, et al., 2011). It is also possible that greater distress 
among HIV-positive individuals may adversely affect disease progression and symptoms, for 
example through effects on immune functioning. For example a study with 40 HIV-positive 
gay men affected by a hurricane in the USA found greater optimism to be associated with 
better cellular immunologic control; this relationship was partially mediated by lower 
depression levels (Cruess et al., 2000). A treatment trial conducted by Ferrando et al (1997) 
showed that treating depression among HIV-positive men and women with medically 












symptoms, some of which had been attributed to HIV rather than depression; findings suggest 
that the contribution of depression to perceived somatic symptoms in HIV-positive 
individuals may be considerable, even in later stages of the disease.  
Thus, evidence of positive associations between mental health outcomes such as 
depression, and disease progression (measured, for example, by the rate of decline of CD4 
count) may indicate that these mental health conditions are causes or results of disease 
progression, or, more likely, that they have “a complex interaction in both” (Sherr et al., 
2011; p. 494). Not surprisingly, given links between mental health and disease progression, 
worse mental health status in HIV-infected individuals has also been associated with higher 
mortality rates (Antelman et al., 2007; Ickovics et al., 2001; Sherr, et al., 2011).  
 
 
Mental health implications of ART for HIV-positive individuals. Given the extent 
to which the introduction of antiretroviral treatment (ART) of HIV has changed the trajectory 
of the epidemic, at both a macro and individual level, it is useful to briefly consider the 
mental and physical health implications of ART for people living with HIV. In fact, the 
relationship between mental health and ARV uptake is also potentially complex and 
bidirectional. On the one hand, mental health disorders (e.g. depression or cognitive 
impairment) have been shown to affect health-seeking behaviour and treatment 
uptake/adherence (Brandt, 2009; Mellins, Kang, Leu, Havens, & Chesney, 2003; Pence, 
2009; World Health Organisation, 2008). On the other hand, ART may have a positive effect 
on mental health among HIV-positive individuals on treatment, as HIV-related stress and 
mental health may improve with a decrease in HIV-related symptomology. For example, 
Brandt (2007) assessed depression and anxiety among 80 South African HIV-positive 












appeared to not have an impact on anxiety, depression among these women was found to 
have declined (Brandt, 2007). Successful treatment adherence and reduced symptomology 
may also lead to HIV becoming less of a stressor compared to other life challenges. For 
example Brandt’s qualitative work also revealed that among women on HAART who were 
relatively asymptomatic, HIV was not the key source of stress, compared to poverty-related 
stressors.  
Yet while anti-retroviral therapy can be effective in reversing neurocognitive deficits, 
there is also evidence that the therapy itself can have negative side effects on the nervous 
system, including depression, nervousness and psychosis (Gibbie, et al., 2006; Rackstraw, 
2011; World Health Organisation, 2008). As indicated above, data from both the developed 
and developing world show that living longer with HIV is accompanied by the experience of 
increased physical and mental illness and disability. This is the result of both the disease itself 
and the side-effects of treatment. 
 
4.1.3  Health effects and risks related to child caregiving 
 
Research deriving mainly from the developed world shows that stress related to 
caregiving responsibilities and strain can negatively affect the mental and physical health of 
caregivers (Pinquart & Sorensen, 2007; Schofield et al., 1999). More specifically, there is 
substantial evidence that stressors related to child caregiving responsibilities can have 
adverse health effects for carers of children. This may be true for both biological parents and 
relatives or other foster caregivers. For example, a cross-sectional study with 846 low-income 
mothers of young children in the UK revealed a high prevalence of depressive symptoms 












associated with high levels of reported stress (Reading, 2005). An Australian study with 354 
single and 1689 partnered mothers found a high prevalence of mental disorders among single 
mothers, especially single mothers facing financial hardship (Crosier, Butterworth, & 
Rodgers, 2007). A study conducted in the USA with 486 Ohio grandmothers, including 
caregivers of grandchildren, showed that primary caregivers had worse self-reported mental 
and physical health than non-caregivers (Musil, et al., 2009). Other research with grandparent 
child carers in the USA showed that grandparents with higher parenting stress reported lower 
levels of physical, social, and mental health (Leder, et al., 2007).  
Focusing specifically on the Southern African region, various quantitative and 
qualitative studies highlight how the demands of caregiving can negatively impact physical, 
emotional, financial and even social stress among foster and biological caregivers of children 
in HIV-endemic areas (Belue, et al., 2008; Casale, 2011; Howard, et al., 2006; Ssengonzi, 
2009). Once again, this is especially true in a context of widespread poverty, food insecurity, 
displacement, stigma and other stressors these carers are having to face, often in the absence 
of adequate public sector or community safety nets (Drimie & Casale, 2009; Howard et al., 
2006; Kipp, Matukala Nkosi, Laing, & Jhangri, 2006). In many Southern African 
communities, the burden of care for children falls primarily on women for various reasons, 
including traditionally accepted gender roles of women as principal care providers and the 
absence of men in the homes (Akintola, 2006; Campbell & Foulis, 2004; Freeman & Nkomo, 
2006; Kipp, et al., 2006). Moreover, given high rates of young adult mortality and morbidity 
in HIV-endemic areas, caregiving responsibilities are being increasingly taken on by older 
adults, who are at higher risk of caregiving-related fatigue and health conditions (Pinquart & 
Sorensen, 2007; Ssengonzi, 2009; World Health Organization, 2002).  
There is also evidence, from both the developed and developing world, that providing 












& Mason, 2004), with consequences including poorer use of health facilities, greater concern 
with and neglect of one’s own health, stress-related somatic complaints and chronic health 
conditions (Joslin & Harrison, 1998, 2002; Kuo & Operario, 2009; Linsk & Mason, 2004). 
This is particularly relevant in many HIV-endemic areas of Southern Africa, where 
individuals (mainly grandparents or other members of extended families) are increasingly 
taking responsibility for non-biological children, given high mortality of prime age adult 
parents (Freeman & Nkomo, 2006; Howard, et al., 2006; Mudavanhu, Segalo, & Fourie, 
2008; Ssengonzi, 2009). For example, two community surveys from HIV-endemic 
communities in the KwaZulu-Natal province of South Africa point to a greater caregiving 
burden and worse mental and general physical health outcomes of orphan (versus non-
orphan) caregivers (Bachman DeSilva et al., 2008; Kuo & Operario, 2011). Reasons for this 
may include HIV-related stigma and stresses related to addressing the children’s health needs 
(in the case of HIV-affected children), and concern regarding guardianship and care for the 
children after the caregiver’s death (Casale, Drimie, Quinlan, & Ziervogel, 2009; Chazan, 
2008; Hejoaka, 2009; Kamya & Poindexter, 2009; Mellins & Ehrhardt, 1994). Household 
poverty has also been shown to exacerbate caregiver health risks, and some studies have 
found that financial stressors are greatest in AIDS-impoverished households caring for 
orphans or HIV-affected children (Howard, et al., 2006; Lv et al., 2010).  
Moreover, while this research focuses on the health status of caregivers, versus the 
children in their care, it should be noted that research also shows that caring for a child with a 
particular health condition or disability may be especially stressful. Parents of children with 
chronic medical conditions and disabilities may experience physical and emotional strain, 
financial challenges and social isolation, that can influence their physical and mental health 
(Kuster & Merkle, 2004). There are, in fact, numerous empirical studies, conducted primarily 












of children with illness or disability, including children with HIV (Brehaut et al., 2009; 
Brown, 2007; Jessop, Riessman, & Stein, 1988; Ray & Ritchie, 1993; Vasquez, 2003). There 
is also qualitative evidence to support these findings. For example, in a qualitative study 
exploring caregiver perspectives of the health implications of long-term informal caregiving 
for children with disabilities (N. Murphy, Christian, Caplin, & Young, 2007), caregivers 
described their stress related to caregiving, their worry about the future and the negative 
physical, emotional and functional health consequences of long-term, informal caregiving (N. 
Murphy, et al., 2007). 
Lastly, although this thesis focuses on caregiving burden as a stressor and health risk, 
it should not be forgotten that caring for children has also been shown to be a source of 
support, joy, pride and affection for caregivers in general, and for HIV-positive caregivers 
more specifically. Affection and responsibility for the children in one’s care may also 
represent a source of resilience and a reason to live. For example, a meta-synthesis of 
qualitative literature documenting experiences of HIV-positive mothers showed that, despite 
the increased burden of motherhood (including disclosure, child care and custody issues), 
being a mother also provided women with support, self-esteem, and a reason to live and fight 
HIV infection (Gillespie, 2004). 
 
4.1.4  Potential cumulative effects of caregiving and HIV on caregiver health  
 
The health risks of caregiving are likely greater for caregivers of children who are also 
HIV-positive, as they would face both stressors deriving from living with HIV/AIDS and 












social isolation (Akintola, 2008; Campbell & Foulis, 2004; Madavahnu, Segalo, & Fourie, 
2008; Orner, 2006; Thomas, 2006), concern about their children’s status (Bennetts et al., 
1999) fear of disclosure of their own illness (Brandt, Dawes, & Bray, 2006; Demmer, 2011; 
Tompkins, Henker, Whalen, Axelrod, & Comer, 1999), AIDS-related physical symptoms, 
anxiety and fear of death or loss (Mudavanhu, et al., 2008; Thampanichawat, 2008) and 
concern around permanency planning for children (Tompkins, et al., 1999).  
There is a fairly large body of literature, once again mainly derived from North 
America, that reveals the challenges and health risks for HIV-positive individuals who are 
also biological parents and/or primary caregivers of children. First, qualitative evidence 
highlights caregiving-related challenges and strain experienced by HIV-positive caregivers of 
children. For example, a qualitative study with HIV-positive female child caregivers in the 
USA and Canada showed that child concerns and caretaking roles were among the primary 
challenges these women faced in their daily life (Hackl, Somlai, Kelly, & Kalichman, 1997; 
Ndlovu, Jon, & Carvalhal, 2010). Another USA qualitative study with 28 grandparents and 
other relatives caring for children of HIV-positive biological parents (Linsk & Mason, 2004), 
highlighted the multiple stresses of these foster caregivers, which also differed according to 
their own status: HIV affected caregivers had more concern about parenting stress related to 
their own health and multiple tasks, while non-infected caregivers were more likely to report 
financial stress linked to caregiving. 
Various empirical quantitative studies have found elevated rates of health disorders, 
especially depression, among HIV-positive biological or foster parents of children. For 
example, a quantitative study with HIV-positive mothers and fathers in the USA found 
increased parental role strain to be associated with increased depressive symptoms among 
both HIV-positive fathers and mothers (Semple et al., 1997). A study with 40 American and 












lifetime psychiatric diagnoses were close to 90% and that histories of major depression and 
PTSD were most common (Mellins, Ehrhardt, & Grant, 1997). Another USA study exploring 
patterns of disclosure among 40 mothers infected with or affected by HIV showed that over 
50% of these mothers met the DSM-IV diagnostic criteria for a psychological disorder in the 
preceding year, the most common conditions being PTSD and depression; perceived stress 
was shown to explain 43% of the variance in psychological adjustment (L. Murphy, Koranyi, 
Crim, & Whited, 1999).  
Health risks for HIV-positive caregivers of children have also been shown to be 
higher for carers with greater activity limitation and more difficulty carrying out caregiving 
tasks. For example, Murphy et al (2002) found depression to be elevated among a sample of 
135 mothers of young children (in the USA) diagnosed with HIV/AIDS, particularly for 
mothers who had greater difficulties performing regular daily tasks (D. Murphy, et al., 2002). 
Likewise, a study with 220 low-income HIV-positive mothers in the USA found that these 
mothers had high levels of psychiatric disturbance (Silver, et al., 2003) and that a higher level 
of symptoms was experienced by mothers with greater activity limitation and more difficulty 
carrying out caregiving activities due to ill health.  
Nevertheless, in the absence of multiple comparison groups it is often difficult to 
distinguish between stresses related to caregiving burden and those related to living with 
HIV, or to determine different outcomes across specific groups (e.g. HIV positive, HIV-
negative, caregivers of children versus non caregivers).  Smith et al (2001), for example, find 
no statistically significant difference in levels of psychological stress between HIV-positive 














4.2 Social support as a protective factor for health among HIV-positive individuals 
and caregivers of children 
 
Empirical evidence, from both the developed and developing world, indicates that 
social support can be an important resource for adult health, including adults who are 
caregivers of children and/or HIV-positive. The section below summarises findings of the 
existing literature on social support as a protective factor for the health of HIV-positive 
individuals and for individuals caring for children respectively. Since quantitative studies 
assessing the support-health relationship among HIV-positive caregivers of children have 
been discussed previously in the systematic review section of this thesis (Chapter 3), they 
will not be discussed again. However, the last part of this section will highlight findings of 
qualitative studies, conducted with HIV-positive caregivers of children, which underscore the 
perceived protective role of social support for caregiver health. 
 
4.2.1 Social support as a protective factor for the health of HIV-positive individuals  
 
Early studies on social support and health with HIV-positive populations. 
Evidence of the importance of social support for the health of individuals living with 
HIV/AIDS is not surprising, given that social support has been repeatedly shown to be 
associated with better physical health more generally (see for example Pinquart & Sorensen, 
2007) and with better mental health among the chronically ill (see for example: Bennett et al., 












Up until the early 1990s, research on social support and health among people living 
with HIV focused mainly on populations of homosexual men in the USA (Green, 1993). A 
review of the existing literature on social support and HIV conducted in 1993 identified only 
8 published papers based on empirical studies (Donlou, Wolcott, Gottlieb, & Landverk, 1985; 
Hart, Fitzpatrick, McLean, Dawson, & Boulton, 1990; Namir, Alumbaugh, Fawzy, & 
Wolcott, 1989; Namir, Wolcott, et al., 1989; Namir, et al., 1987; Ostrow et al., 1991; 
Wolcott, Namir, Fawzy, Gottlieb, & Mitsuyasu, 1986; Zich & Temoshok, 1987). All studies 
were conducted with men, most with homosexual or bisexual men, most were conducted in 
the USA and most included participants at the symptomatic stage of the disease, recruited 
from treatment settings. Findings showed evidence of a positive relationship between more 
social support, particularly instrumental support, and active coping (Namir, et al., 1987), 
more social support and better psychological wellbeing (e.g. less hopelessness and 
depression) (Wolcott, et al., 1986; Zich & Temoshok, 1987) and more social support and 
better perceived health status (Wolcott, et al., 1986). There was also evidence that outcomes 
could differ across different populations. Ostrow et al (1991), for example, found a positive 
association between social support and mental health for white gay men and a negative 
association for black gay men; these differences were attributed to stigmatizing attitudes 
linked to differences in the structure and composition of social networks (Green, 1993; 
Ostrow, et al., 1991). However, given the narrow population focus and recruitment mainly 
through health facilities, it was argued that review findings were likely not representative of 
the broader HIV-infected population and HIV-positive populations in different settings 
(Green, 1993).  
Over the two decades that have since passed, numerous empirical quantitative studies 
on social support and health among HIV positive individuals have been conducted, mainly in 












social support dimensions and better health outcomes among HIV-positive individuals, with 
most studies finding evidence of main (versus stress-buffering) effects. Moreover, consistent 
with the broader social support literature, findings suggest that perceived support (versus 
actual enacted support) and the quality of relationships (versus mere size of network) are 
more important factors for health. Green’s (1993) review of the literature included studies 
conducted up until 1991. Findings of more recent studies on social support and mental health 
and social support and physical health respectively with HIV-positive individuals are 
synthesized below. 
 
Post-2001 studies on social support and mental health of people living with HIV. 
The majority of studies investigating the relationship between social support and health 
among HIV-positive individuals focus on mental health outcomes. Many of the earlier studies 
on these themes continued to work with samples of homosexual male populations in the USA 
or Europe. The most common finding was of a positive relationship between more social 
support and better mental health. For example, social support was found to have a positive 
main effect (but not stress-buffering effect) on psychological distress at the asymptomatic 
stage of the disease (Blaney et al., 1991) and to reduce death-related anxiety at the 
symptomatic stage of the disease (Catania, Turner, Choi, & Coates, 1992), among 
homosexual males in the USA.  
A larger and more recent body of research conducted with heterosexual and/or 
broader populations of HIV-positive individuals also points to a positive relationship between 
social support and mental health. Some of these studies show the relationship between social 
support and mental health outcomes to be linked to or mediated by coping processes. Here 












structural equation analysis of data from a USA longitudinal study with 212 people living 
with HIV showed that social support availability and satisfaction were associated with less 
psychological distress both directly and indirectly, through more active and less avoidant 
coping (Schmitz & Crystal, 2000). A further study with 626 people living with HIV/AIDS in 
New York revealed that respondents with one or more important persons in their social 
network had better mental health than those with only general support and assistance or no 
support at all (Reich, Lounsbury, Zaid-Muhammad, & Rapkin, 2010).  Research working 
specifically with HIV-positive North American women showed lower perceived social 
support levels to be predictors of distress (Hudson, Kathryn, Miramontes, & Portillo, 2001; 
Serovich, et al., 2001), loneliness and stress (Serovich, et al., 2001). Similarly, investigation 
with HIV-positive African American and Hispanic USA populations showed significant 
positive relationships between functional dimensions of perceived support (e.g. support 
satisfaction or availability) from various sources and better mental health outcomes (Simoni, 
Montoya, Huang, & Goodry, 2005; Song & Ingram, 2002; Stewart, Cianfrini, & Walker, 
2005).  Exploratory work has also highlighted the role of stigma, together with social support, 
in predicting mental health among HIV-positive individuals; for example, a study with 30 
men and women recruited from two HIV outpatient clinics in the USA revealed that 
depressive symptoms were associated with less social support and also more perceived HIV-
related stigma (Prachakul, Grant, & Keltner, 2007).   
A smaller number of studies conducted in Asia, South America, Africa and the 
Middle East reveal similar findings regarding positive associations between more social 
support and better mental health among HIV-positive populations. For example, a 1997 study 
with 47 HIV-positive and HIV-negative patients in Japan showed that the HIV-positive 
patients had higher depressive symptoms and less social support than the HIV-negative 












with fewer depressive symptoms (Fukunishi et al., 1997). Work with both PLWHIV living in 
Northern Thailand (408) and Israel (56) has also shown reported social support to be a 
significant predictor of less psychological distress (M. Cohen, Arad, Lorber, & Pollack, 2007; 
Li, Sung-Jae, Thammawijaya, Jiraphongsa, & Rotheram-Borus, 2009). Research with 55 
HIV-positive low-middle income adults living in Lima, Peru, found that both the presence of 
large social support networks and better satisfaction with support were inversely correlated 
with depression, especially for men (Fasce, 2008).  The first known study to examine the 
effect of social support on depression outcomes in (272) AIDS patients on a public sector 
ART programme in rural South Africa showed that 33% of this population was depressed, 
and that having better quality and availability of (particularly instrumental) social support 
predicted a lower likelihood of depression (Yeji, 2009).  
Similarly, research also indicates that rejection or avoidance following support 
seeking can negatively affect the psychological status of HIV-positive adults. For instance, 
besides showing a positive relationship between more social support and better mental health 
(measured by anxious or depressive mood), Song and Ingram’s research with 116 HIV-
positive African American adults also showed that HIV-related unsupportive responses 
predicted more disengaged/denial coping strategies and greater mood disturbance (Song & 
Ingram, 2002). Similarly, a survey with 125 HIV-positive men and women recruited from 
health facilities in the USA found that more ‘avoidance behaviours’ by a close friend, 
intimate partner or parent were positively associated with depressive symptoms of 
participants, pointing to the “potential for psychological harm in all types of relationships if a 
significant other dismisses or trivializes ones efforts at support seeking” (Derlega, Winstead, 
Oldfield, & Barbee, 2003, p. 127).  
Consistent with the broader social support and health literature, perceptions of support 












For example, McDowell and Serovich’s research, with 125 women and 232 men living with 
HIV in the USA, demonstrated that perceived social support was a significant predictor of 
better mental health (measured by indices of depression and loneliness) while the effect of 
actual social support (referring to the number of people available to provide support) was 
small (McDowell & Serovich, 2007).  
 
Post 2001 studies on social support and physical health among people living with 
HIV. There is a smaller body of research showing significant associations between more 
social support and better physical health outcomes among HIV-positive individuals. Most 
studies worked with samples of HIV-positive homosexual populations in the USA. For 
example, a 1994 study with 47 HIV-positive homosexual men recruited from a clinic in 
Sweden showed measures of social network (social participation) and material social support 
to be associated with a lower CD4 count, suggesting that these psychosocial factors may have 
been affecting the participants’ immune system (Persson, et al., 1994). Similarly, Pakenham 
et al’s (1994) research with 96 HIV-positive gay or bisexual men showed that more social 
support was positively associated with better health-related indicators, such as number of 
HIV-related symptoms, CD4 count and social adjustment to illness; among persons still at the 
asymptomatic stage, emotional support was also associated with better subjective health 
status (Pakenham, et al., 1994). Among the first longitudinal data to reveal that more stress 
and less social support could accelerate HIV disease progression, were findings of a study by 
Leserman et al (1999) with 82 HIV-positive homosexual men in North Carolina; participants 
were asymptomatic at baseline and followed up every 6 months for 5.5 years. Faster 
progression to AIDS, as measured by lymphocyte counts and AIDS-indicator conditions, was 
associated with more cumulative stressful life events, more cumulative depressive symptoms 












to AIDS was two to three times higher among participants with low social support (i.e. with 
social support levels below the median) than among participants with high social support, and 
highlighted that it would be important to better understand the mechanisms explaining this 
phenomenon (Leserman, et al., 1999).  
Subsequently, research conducted with broader populations of HIV-affected 
individuals has revealed similar associations between social support and physical health 
indicators. For example, a USA 12-month longitudinal study with 65 men and women living 
with HIV found that individuals reporting more satisfying social support were more likely to 
report lower increase in their HIV-related health symptoms, after controlling for coping and 
baseline health status; the authors argued that findings pointed to social support as a robust 
predictor of physical health outcomes over time, independent of coping style and baseline 
medical status (Ashton et al., 2005). The above-cited Cohen et al (2007) study with HIV-
positive individuals in Israel showed that better HIV indicators (e.g. lymphocyte count and 
viral load) were related to more social support and better treatment adherence (M. Cohen, et 
al., 2007). Atkins et al (2010) found a higher perceived level of social support among 357 
HIV-positive individuals in Canada to be associated with a lower cognitive symptom burden, 
regardless of whether or not participants suffered from depression (Atkins et al., 2010). 
Research with HIV-positive individuals receiving treatment in KwaZulu-Natal, South Africa, 
found higher reported social support to be a predictor of better physical functioning; other 
predictors were greater length of time on medications and fewer comorbid health problems 
(McInerney et al., 2008). 
There are also several studies showing a positive relationship between social support 
and better health-related quality of life, including measures of physical health. For example, 
Nunes et al (1995) found social support to be significantly correlated with quality of life in a 












associated with higher CD4 counts (Nunes, Raymond, Nicholas, Leuner, & Webster, 1995). 
A further study with 78 HIV-symptomatic adults receiving primary clinical care or 
community support in the USA showed that social support from friends, as well as regular 
weekly physical exercise, were significant predictors of better health-related quality of life 
(Clingerman, 2004). A cross-sectional study with 160 HIV-infected persons in Nepal, who 
were receiving treatment, care, and support from community-based NGOs, showed that 
perceived satisfaction with social support was significantly correlated with quality of life, 
including physical dimensions of quality of life (Yadav, 2010).  
 
Evidence of mediating pathways between social support and health among 
people living with HIV. As indicated in many of the studies included above, the most 
researched and documented mediating processes explaining effects of social support on 
mental health among HIV-positive individuals are those related to coping. Overall, better 
mental health outcomes appear to be associated with active coping, and worse mental health 
outcomes with avoidance or disengagement coping. However, the literature also provides 
some evidence of further or alternative mediating processes explaining observed relationships 
between social support dimensions and specific health outcomes. First, various studies point 
to - potentially multiple - psychological mediating processes linking social support to better 
mental health, including individual resilience variables and feelings of being loved and 
understood. For example, Schmitz and Crystal’s longitudinal study with 212 people living 
with HIV in the USA showed that feeling loved and understood was found to mediate the 
relationship between social support and the choice of active or avoidant coping styles 
(Schmitz & Crystal, 2000), which in turn predicted psychological distress, as described 
above.  Findings of structural equation modelling conducted in the above-cited Simoni et al. 












variables, such as self-esteem and mastery, were mediating the relationship between social 
support and less depressive symptomatology (Simoni, et al., 2005). A cross-sectional study 
with 160 HIV-infected persons in Nepal, receiving treatment, care, and support from 
community-based NGOs, showed that the observed positive effects of social support on 
physical and psychological dimensions of quality of life were mediated mainly through hope 
(Yadav, 2010). Research also points to effects of social support on physical health through 
better mental health outcomes, which could be considered an example of psychological 
mediating processes. For instance, a study conducted with 226 HIV-positive males attending 
clinics in a southern USA state provides evidence of social support affecting health-related 
quality of life mainly through an intermediate depression variable (Jia et al., 2004).  
Social support has also been found to be associated directly with positive health 
behaviours among adults living with HIV/AIDS, which could represent behavioural 
mediating processes (at least partly) explaining effects of social support on physical health. 
While most of these studies do not link health behaviours to health outcomes, one could 
reasonably assume that they will likely lead to better health. For example, greater availability 
of emotional support was found to be a predictor of combination therapy medical compliance 
among 179 HIV-positive clinical trial study participants in the USA (Cox, 2002). Analysis of 
data from a large 1994-1997 survey of a representative sample of people with HIV in New 
York also showed a positive relationship between more social support and the use of HAART 
or other ARV treatment therapies, though this depended on disclosure of HIV status within 
the family or broader social network (Waddell & Messeri, 2006). A qualitative study with 20 
HIV-positive African American women on HIV treatment found that having supportive 
family members was perceived to facilitate adherence, whereas feeling unloved or uncared 
for was identified as one of the barriers to adherence (Edwards, 2006).  In South Africa, a 












perceived social support availability was associated with support group attendance, condom 
use and taking vitamins; the research also showed that receiving counselling as well as 
participating in a support group were more strongly associated with positive health behaviour 
than social support on its own (Gaede et al., 2006). While Luszczynska et al.’s study with 104 
AIDS clinic patients in India did not show a direct relationship between social support and 
adherence, path and mediation analysis showed an indirect effect of social support on 
adherence mediated by greater self-efficacy (Luszczynska, Sarkar, & Knoll, 2007). This 
suggests possible multiple mediating variables between social support and physical health, 
for example: positive support effects on personal resilience which may translate into better 
health behaviours (e.g. adherence), which in turn may lead to better physical health. 
A longitudinal study conducted by Burgoyne (2005) in the USA linked social support 
to both adherence and better physical health outcomes. This research, assessing social support 
and its associations with virological outcome, over a 4-year period for 34 adults on highly 
active antiretroviral therapy (HAART), found that participants with consistent adherence, and 
higher perceived interpersonal, informational and emotional support, experienced better 
clinical benefit. Moreover, the study suggested causal directionality, with social support 
and/or improvements in social support over time leading to a greater likelihood of viral load 
suppression to an 'undetectable' level (whereas cross-sectional virological status did not 
















4.2.2 Social support as a protective factor for the health of caregivers of children 
 
Quantitative research assessing the relationship between social support and 
caregiver health. There is a substantial body of research documenting positive associations 
between higher social support and better mental health among caregiver populations, 
including caregivers of children. The majority of studies with carers of children have been 
conducted in North America with low-income, recent and/or single biological mothers. For 
example, analysis of data from large Canadian and USA surveys showed that anxiety and 
distress among mothers of young children were negatively associated ith more support from 
significant others (D'Arcy & Siddique, 1984; Meadows, 2011) and the community (D'Arcy & 
Siddique, 1984). Similarly, the analysis of a USA panel study over a period of one year 
showed that the cognitive experience of recent mothers’ social support (but not the extent of 
their social network) was negatively associated with psychological distress (Stemp, Turner, & 
Noh, 1986). Analysis of data with a representative sample of low-income African American 
women, with children under 6 years, found a main effect of emotional social support on 
psychological distress and a buffering effect of instrumental support on the relationship 
between perceived levels of everyday discrimination and (higher) psychological distress 
(Ajrouch, Reisine, Lim, Sohn, & Ismail, 2010).  
Similar findings have also been demonstrated from research with biological mothers 
conducted in other parts of the world. For example, a randomized control trial (RCT) with 
846 low-income mothers of young children in the UK showed that a lack of social support 
and high levels of reported stress were strongly associated with depressive symptoms 
(Reading, 2005). The Crosier et al (2007) Australian study with 354 single and 1689 












important predictors of poor mental health (Crosier, et al., 2007). Similarly, a survey with 
595 randomly sampled mothers from nine low-income communities in Brazil showed that 
poor quality partner relationships, lack of support to resolve a conflict, and lack of material 
support (e.g. for food or money) were predictors of lower health status among these women 
(Surkan, O'Donnell, Berkman, & Peterson, 2009). 
There are also several studies investigating the importance of social support for the 
health of grandparents caring for children. A study conducted in the USA with 486 Ohio 
grandmothers, including caregivers of grandchildren, showed that perceived social support, 
more active coping and less avoidant coping were associated with better caregiver health 
status (Musil, et al., 2009); specifically, perceived instrumental support and feelings of 
support and involvement with family and friends were found to moderate the effects of strain 
and family stresses on depression among this population (Musil, et al., 2009). A further 
investigation, with 133 grandparent primary caregivers of grandchildren in the USA, showed 
perceived informal and formal social support to be associated with less caregiving stress and 
more life satisfaction (Gerard, et al., 2006).  
Lastly, while the health status of children cared for is not the key focus of this study, 
social support has also been shown to be a protective factor against stress and mental health 
conditions of adults caring for children with disabilities or chronic illness. This is important 
to note, as many caregivers of children in HIV-endemic communities are likely caring for 
orphans and/or children with (HIV-related or other) health conditions, which – as indicated 
previously – could be adding to caregiver stress and mental health risks. Examples of studies 
include Jessop et al.’s (1988) work with 209 inner-city mothers of chronically ill children in 
the USA; the authors found that mothers who did not have a confidant demonstrated higher 
levels of psychiatric symptoms; other predictors of poor maternal mental health were 












child cared for (Jessop, et al., 1988). A more recent survey conducted with 127 mothers of 
school-aged intellectually disabled children in Taiwan revealed maternal social support to be 
a major predictor of (lower) caregiver strain, as were the mothers' health status, the amount of 
time spent on caregiving activities, and the children’s level of dependency (Tsai & Wang, 
2009). A South African study conducted with 110 mothers of children with various 
disabilities showed a significant correlation between a larger maternal social network and 
lower maternal stress (Molteno & Lachman, 1996). Similarly, protective effects of social 
support on caregiver mental health have been found among mothers of children in treatment 
for mental health conditions in the USA, mothers of children with cerebral palsy in Australia 
and caregivers of children with leukaemia in Turkey (Bozo, Anahar, Ates, & Etel, 2010; 
Gjesfjeld, 2009; Skok, Harvey, & Reddihough, 2006).  
 
Qualitative research exploring the relationship between social support and 
caregiver health among HIV-affected caregivers of children. While existing quantitative 
studies investigating social support and health among HIV-positive caregivers have been 
included in the systematic review section of this thesis, it is worth noting the existence of 
several qualitative studies highlighting the perceived importance of social support as a coping 
resource by caregivers. For example, a qualitative case-study conducted with 3 HIV-positive 
mothers in the USA, through the clinical perspective of a clinician-researcher, showed that 
social support and social networks were considered important resources for these women who 
struggled to deal with their HIV diagnosis and the stigma associated with it (S. Andrews, 
1995). Similarly, sixty HIV-positive Indian mothers who participated in focus groups, to 
discuss challenges in accessing health care services and dealing with mental health stressors, 
identified psychological support as a central element for future intervention plans (Nyamathi, 












in Canada showed that child-related concerns were among their primary reported stressors, 
and that seeking social support was the most common coping strategy used (Ndlovu, et al., 
2010).  
While not conducted specifically with HIV-positive primary caregivers of children, 
qualitative research conducted in HIV-endemic South African communities also suggests that 
informal social support is considered a key resource for coping with financial and emotional 
hardship among caregivers of children, many of whom are HIV positive and/or caring for 
orphaned children. For example, in-depth qualitative interviews with 30 guardians of children 
orphaned by AIDS, living in a South African township, revealed how scarce material 
resources posed a challenge to meeting household needs and h w social and emotional 
support from friends in NGO-linked support groups helped these caregivers deal with the 
stress and challenges of caring for orphaned children (Kiggundu & Oldewage-Theron, 2009). 
Findings from an exploratory qualitative study in peri-urban KwaZulu-Natal (Casale, 2011) 
showed how reciprocity and informal support among friends and neighbours helped 
caregivers of biological and foster children, living in HIV-affected families, cope with the 
daily challenges they faced; this support usually took the form of money or food and, in some 
cases, assistance with caregiving tasks. A further qualitative study from South Africa 
revealed how the identified lack of adequate financial, physical and emotional social support 
was a central issue explaining the experiences and frustrations of women caring for children 
















4.2.3 Relationship between caregiver social support and child wellbeing 
 
Though beyond the direct scope of this thesis, it is important to note that caregiver 
social support and effects of social support on caregiver health have also been shown to be 
important for child wellbeing, thus further highlighting the importance of better 
understanding the caregiver support-health relationship. Better caregiver mental health and 
physical health have been respectively associated with better parenting and child health 
(Lindsey et al., 2008; D. Murphy, Greenwell, Mouttapa, Brecht, & Schuster, 2006; Reading, 
2005; Smith Fawzi, et al., 2010; Stein, et al., 2008). For example, seeking social support as a 
maternal coping strategy has also been found to be associated with more positive outcomes in 
parenting and child development (Sheppard, 1994; Stevens, 1988) and access to adequate 
social support has been associated with better quality of parenting (Oyserman, Bybee, 
Mowbray, & MacFarlane, 2002; Simons, Beaman, Conger, & Chao, 1993) and better mental 
health among children cared for (Lindsey, et al., 2008).   
The analyses of two studies included in the systematic review of this thesis (Chapter 
3), working with populations of HIV-positive mothers, also linked the relationship between 
maternal social support and maternal health to child outcomes. Hough et al (2003) showed 
that maternal social support was associated with less maternal emotional distress levels; in 
turn, maternal distress was found to be a predictor of psychosocial adjustment of HIV-
negative school age children (Hough, et al., 2003), as measured by the presence of child 
behaviour problems. Gay (1995) found observational ratings of maternal positive affect and 














4.3 Gaps in the research on social support and health among HIV-positive and 
caregiver populations: key foci for future research 
 
Chapter 2 presented a review of the key theoretical and empirical work to date on the 
relationship between social support and adult health. Chapter 3 described the methodology 
and findings of a systematic review of the literature quantitatively assessing the relationship 
between social support and (mental and physical) health outcomes among HIV-positive 
caregivers of children specifically. The current chapter (Chapter 4) provided a synthesis of 
the broader empirical literature on the protective role of social support for health among HIV-
positive and caregiver populations respectively. Each of these sections highlighted key 
findings and trends emerging from the literature reviewed, as well as gaps and scope for 
future research.  
Overall, these literature reviews brought to light the importance of social support for 
health. They showed that there is a considerable amount of evidence of both main and stress-
buffering positive health effects of social support for various mental and physical health 
outcomes among diverse adult populations, deriving mainly from the developed world. They 
also highlighted some of the biological, psychological and behavioural processes found to be 
mediating these effects, and the need for further research aimed at better understanding these 
processes. This is especially true with regards to mediating processes and pathways 
explaining the more frequently observed main effects, and effects of social support on 
physical (versus mental) health.  
In particular, the systematic review on social support and health among HIV-positive 
caregivers of children (described in Chapter 3) exposed the dearth of empirical studies on 












includes Southern Africa, which is the world’s region most affected by HIV. The review 
highlighted the need for studies exploring the support-health relationship with representative 
samples of caregivers (both biological parents and foster caregivers), and with control or 
comparison groups of HIV-positive and HIV-negative caregivers. Lastly, the systematic 
review showed how studies conducted with HIV-positive caregivers provided little insight on 
the mediating variables and processes explaining observed effects, beyond the effects of 
social support on coping processes. This indicates a need for more research exploring 
mediating processes that explain the health effects of social support, as well as testing for the 












CHAPTER 5: QUANTITATIVE METHODOLOGY 
 
 
The previous chapters (Chapters 2, 3 and 4) synthesized the theoretical and empirical 
literature on social support and health among PLWHIV, and more specifically caregivers of 
children living with HIV, and highlighted research gaps. These included the absence of 
quantitative studies investigating the protective effects of social support for health conducted 
in Southern Africa, and the limited understanding of mediating processes explaining observed 
relationships between more social support and better health outcomes. As explained in 
Chapter 1, the overall purpose of this research is to contribute to addressing this gap, by 
investigating the relationship between social support and the (mental and physical) health of 
caregivers of children, from two HIV-endemic South African communities, with a particular 
focus on HIV-positive caregivers. In order to do so it employs a mixed methods research 
design, which both quantitatively investigates associations between social support and 
caregiver health outcomes, and qualitatively explores perceived pathways explaining these 
associations.  
This chapter comprises a description of the quantitative component of this study, 
consisting of a household survey with 2477 caregivers in two (rural and urban) HIV-endemic 
communities in KwaZulu-Natal. First, this chapter presents the general and specific research 
questions that the quantitative component aimed to address. It then describes the quantitative 
methodology, including the site selection and sampling for the survey research, instruments 












management, ethical considerations and a detailed description of the quantitative analysis 
approach.  
 
5.1 General and specific research questions addressed through the quantitative 
component 
 
The quantitative component of this study aimed to address the first three general 
research questions, indicated in Chapter 1. These are listed below, and broken down into the 
specific research questions addressed through the quantitative analysis.  
 
1) Is living with HIV/AIDS a risk factor for anxiety and depression among caregivers 
of children, and how does this compare to living with other illness? 
 What is the prevalence of symptomatic depression and anxiety for HIV-positive, 
other ill and healthy caregivers in the sample and are there statistically significant 
differences between these prevalence rates? 
 Controlling for key socio-demographic factors, is living with HIV/AIDS 
associated with a higher prevalence of  depression and anxiety among caregivers? 
 Controlling for key socio-demographic factors, is living with other chronic illness 













2) Does social support have a main effect on caregiver depression and anxiety and/or 
buffer against the effects of HIV/AIDS- and other illness- related stressors on 
depression and anxiety? 
 Is there evidence of a direct relationship between more social support and a lower 
prevalence depression and anxiety?  
 Does social support moderate the relationship between HIV/AIDS and depression 
and/or anxiety among caregivers? 
 Does social support moderate the relationship between other chronic illness and 
depression and/or anxiety among caregivers? 
 
3) Is social support associated with better self-reported general health and functioning 
among HIV-positive, other ill and healthy caregivers respectively?                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                         
 Is more social support associated with better self-reported aggregate general 
health and functioning (including mental and physical health components) for 
HIV-positive, other ill and healthy caregivers respectively? 
 Is more social support associated with better self-reported mental health for HIV-
positive, other ill and healthy caregivers respectively? 
 Is more social support associated with better self-reported physical health for 



















5.2 Quantitative survey research design and field methodology 
 
The quantitative component of this research is situated within the broader survey 
research of the Young Carers KwaZulu-Natal (KZN) project. The aim of the project was to 
generate data on the physical, psychological and sexual health of both primary caregivers of 
children 18 years or older and children aged 10-17 in their care, in resource-deprived high 
HIV-prevalence settings. A primary caregiver was defined as an individual who takes on 
primary childcare duties; care provision was envisaged to involve various responsibilities, 
including meeting the economic, social, and psychological needs of a child.  A primary 
caregiver could therefore be a biological parent, other adult relative (e.g. grandparent, aunt, 
uncle, sibling) or non-relative. 
The Young Carers Study is a collaboration between the Health Economics and HIV 
and AIDS Division (HEARD) at the University of KwaZulu-Natal, South Africa, the 
University of Oxford, Brown University, various South African national government 
departments and universities
7
, and the National Action Committee for Children affected by 
AIDS (NACCA). It comprises survey research undertaken in three South African provinces, 
namely KwaZulu-Natal, Mpumalanga and the Western Cape; however, KwaZulu-Natal was 
the only province in which data was collected from primary caregivers, as well as from 
children.  
                                                          
7
 Partners for the Young Carers national study include: University of Cape Town, University of the 
Witwatersrand, the South African national government departments of Social Development, Education, Health 
and Agriculture, Forestry and Fisheries, Cape Town Child Welfare, Save the Children and UNICEF. Further 
detail on the national study can be found at: www.youngcarers.org.za. HEARD, at the University of KwaZulu-












The data used for the quantitative component of this study is the data collected 
through Young Carers survey interviews with caregivers of children in the two KwaZulu-
Natal research sites (the research sites are described in further detail below). The doctoral 
candidate was a co-investigator and co-project manager of the Young Carers KZN project, 
and therefore collaborated on the project and instrument design, and co-managed the survey 
field research. In particular, the social support section of the caregiver survey instrument was 
designed by the doctoral candidate.  
 
5.2.1 Site selection 
 
Survey data was collected from both an urban and rural site in KwaZulu-Natal. The 
urban site chosen was Lamontville Township (Wards 74 and 75) in the eThekwini 
Metropolitan Municipality, approximately 20 kilometres south of the city of Durban. The 
rural site chosen was the greater Manguzi area in the uMhlabuyalingana municipality, 
bordering with Southern Mozambique in Northern KwaZulu-Natal (see Figure 5.1 for a map 
of the KwaZulu-Natal prov nce and its census districts).  
A staged selection process, based on various logistic and scientific criteria, was 
adopted in the choice of final field sites. Firstly, due to the particular interest in populations 
of AIDS-affected caregivers and children, the first criterion adopted was high HIV 
prevalence (Department of Health, 2008). Of the nine provinces of South Africa, KwaZulu-
Natal had the highest HIV prevalence among antenatal clinic attendees in 2008 at an 
estimated 37.4%, versus a 28% national prevalence estimate. Potential sites were limited to 












attendees; all 11 census districts met this standard. Of these, eThekwini (antenatal prevalence: 
41.6%) and Umkhanyakude (antenatal prevalence: 39.3%) (Department of Health, 2008) 
were selected for their representativity of urban and rural sites (urban and rural distinctions 
based on reasoning used in Statistics South Africa, 2003b). One municipality was then 
chosen within each census district. The eThekwini Metropolitan Municipality was chosen for 
the urban site, since the eThekwini district is composed entirely of this municipality. Within 
Umkhanyakude, the Umhlabuyalingana Municipality was selected for logistical 
considerations, since a research partnership had been developed with a well-established local 
home-based care NGO, Tholulwazi Uzivikele (http://www.tuproject.org/), which had the 
appropriate existing networks and local knowledge to assist with community access and 
logistics on the rural site. Additionally this site was highly representative of a deep rural area, 
as it was located several hours’ drive from the closest urban centre, had a low population 
density and limited services. 
Each municipality was then further stratified into operationally defined ‘sub districts,’ 
which varied between the two sites. For the purposes of site selection, sub districts were 
classified as the smallest locally recognised geopolitical unit (i.e., the smallest area with a 
recognised political distinction from other areas). Within eThekwini, the smallest recognised 
geopolitical areas were census wards. Using data on eThekwini ward homestead 
categorisations from the Statistics South Africa website (www.statssa.gov.za) and the 
Provincial Indices of Multiple Deprivation ranking data (Noble et al., 2006), wards within 
eThekwini were narrowed to those with only urban households and that fell within the 20% 
most  deprived wards; the latter selection criterion served to avoid selection of a ward with 
‘pockets’ of wealth, given the high level of socio-economic inequality within the greater 












number generator, in order to limit geographical and other selection bias. The selected urban 
ward, ward 74, was one of two wards composing Lamontville, the oldest township of Durban.  
Within the ward, Enumeration Areas (EAs; workload-defined boundaries for census 
enumerators) were randomly selected for systematic stratified sampling. Geographic 
information systems (GIS) maps of the area were used to determine EA boundaries. 
Following the survey of every EA in Ward 74 it was decided to continue surveying into Ward 
75, to meet desired numbers. The decision to continue interviewing in Ward 75 (versus 
randomly selecting an alternative ward) was based mainly on the fact that communities were 
mostly continuous, as Ward 75 comprised the remaining part of Lamontville. Though 
community members recognised geopolitical boundaries between wards 74 and 75, they did 
not recognise the wards as separate communities. Also, given the proximity of the wards and 
ward councillors’ offices, the project team was already known to the Ward 75 councillor and 
other local authorities; this facilitated community buy-in and team safety.  
On the rural site, isigodi or ‘tribal areas’ were the smallest recognised geopolitical 
units. Each isigodi is run by an induna, the local tribal leader.  We chose to work with 
isigodis as units of stratification, rather than census wards, for various reasons. First, the 
census boundaries (wards and EAs) in Umhlabuyalingana were not recognised as meaningful 
boundaries between communities; second, tribal leaders were seen as the most important de 
facto ‘authorities’ by these communities, and their consent for us to work in their community 
was considered an important prerequisite for community participation; third, logistical factors 
such as dense bush coverage, out-of-date aerial photography maps, a lack of tarred ‘roads’ 
and a lack of landmarks made it very difficult to identify EA boundaries (further detail on 
these fieldwork challenges is provided below in the discussion of fieldwork challenges and 












and could be identified by community members. Data was collected in twelve isigodi. These 
tribal communities were randomly chosen, although the ability of the research team to work 
within these depended on the consent of tribal leaders (see the fieldwork challenges 
paragraph below for further detail on this process). In most cases this access was granted, 
though obtaining buy-in and consent was a lengthier process for some communities than for 
others. This affected, to some extent, the order in which communities were visited, but not 
the selection of communities.     
 













5.2.2 Site descriptions  
 
Urban site (Lamontville township). Situated approximately 20 km south of the 
Durban metropolitan area (see figure 5.2 showing the positioning of Lamontville within the 
greater Durban area), Lamontville is the oldest African township in eThekwini, with a rich 
history (Makhatini, 2009). Built in 1943, it was intended for members of the aspiring African 
middle class, while housing thousands of workers from the nearby south Durban industrial 
areas (Makhatini, 2009). Up until the late 1980s, houses in Lamontville were reserved for the 
occupancy of married couples, forcing single people to live in hostels; these included children 
over 18 and people who had lost their spouse (Makhatini, 2009). As with most South African 
townships, Lamontville has a history of segregation linked to migrant labour, unrest and 
political violence under apartheid, and was also an important centre of political activism and 
resistance. Lamontville was the home of several key political leaders and a place of struggle 
during apartheid, resulting in a high political consciousness among residents (Makhatini, 
2009).  
Ward-level data from the 2001 South African census shows a population of 
approximately 20,574 in Ward 74 and 19,900 people in Ward 75, the two respective wards 
covering the Lamontville area (Statistics South Africa, Census 2001. My Constituency: Ward 
Profiles 2003). The population density in the Lamontville area is estimated at 6 826 people 
per square kilometer (Statistics South Africa, 2003b). The population in both Ward 74 and 75 
consists almost entirely of Black Africans (representing approximately 96% of the population 
in Ward 75 and almost 100% in Ward 74), which reflects the divisions from apartheid.  The 
predominant language spoken is isiZulu (Statistics South Africa, Census 2001. My 

















Available socio-demographic data highlights the social and economic challenges 
faced by households in Lamontville. The main industry in the area is reported to be 
manufacturing, but only approximately 40% of the labour force for Ward 74 and 45% for 
Ward 75 are employed, and around 30% of adults over 20 years in the two wards do not have 
any secondary education (Statistics South Africa, Census 2001. My Constituency: Ward 
Profiles 2003). About 34% of households in Wards 74 and 75 do not have formal housing; 












high however, as about 86% of households have access to electricity and 80% have running 
water within the dwelling or yard (Statistics South Africa, Census 2001. My Constituency: 
Ward Profiles 2003). It should also be noted that more than ten years have passed since the 
most recent available census data (2001) and these indicators may no longer entirely reflect 
the current reality of the area. For example, recent and on-going government-subsidised 
housing projects in the area, as well as anecdotal evidence, point to some improvement in 
living conditions. 
 
Rural site (Manguzi). Manguzi is a rural community located in the Maputaland 
region of the KwaZulu-Natal province, in the Umkhanyakude District (see Figure 5.3 below). 
It is positioned about 15 km south of the Mozambique-South Africa border. Its lack of road 
infrastructure (90% consists of sandy tracks) and transport, along with limited service 
availability and communication, make this community largely rural (KwaZulu-Natal 
Department of Health, 2011). Consequently there is limited available data on the 
























The Umhlabuyalingana Local Municipality’s online Integrated Development Plans 
(IDPs) appear to provide the most comprehensive aggregation of socio-demographic 
information on the area at a municipal level, as they draw from data provided by the 2001 
census and a 2007 national community survey. The Umhlabuyalingana municipality spans an 
area of 3621 km
2 
and was reported to have a population of approximately 164,000 people and 
an average household size of 6 people in 2007 (Statistics South Africa, 2007; 
Umhlabuyalingana Local Municipality, 2011). However, the population number in this area 
fluctuates due to cross border influx from Mozambique (KwaZulu-Natal Department of 
Health, 2011).  Ninety-nine percent of the municipality is classified as rural and about 60% of 
the municipal area falls under traditional authority ownership, while the remaining 40% is 












Municipality, 2011). The population consists almost entirely of Black Africans (accounting 
for more than 99% of the population) (Statistics South Africa, 2003a; Umhlabuyalingana 
Local Municipality, 2011) and while the predominant language is isiZulu, Tsonga is still 
widely spoken, especially among older inhabitants.  
Available socio-demographic indicators highlight the high level of poverty and many 
social challenges in the area.  In 2001, unemployment among the labour force was estimated 
to be 70% (Statistics South Africa, 2003a; Umhlabuyalingana Local Municipality, 2011). 
According to the 2010/2011 IDP, 47% of the economically active population within the 
municipality receives either no income or less than R1600 per month and only 8% of the 
population has obtained a grade 12 or higher education (Umhlabuyalingana Local 
Municipality, 2011). The local economy depends largely on tertiary (community) services 
(70% of municipal GDP) followed by agricultural production (20%) and manufacturing 
(10%) (Umhlabuyalingana Local Municipality, 2011). Based on our observation, many 
households also engaged in small-scale subsistence farming, although the sandy terrain and 
lack of irrigation systems rendered horticulture very difficult. 
Nearly 50% of all residents in the municipality live in traditional dwellings 
(Umhlabuyalingana Local Municipality, 2011), typically consisting of reed and/or thatch 
huts.  While almost 50% of households have access to piped water, access to electricity and 
fixed line telecommunication is still very low, with approximately 80% of the population 
dependent on energy sources such as candles and wood, and less than 1% accessing fixed 
communication lines (though about 70% of households have access to cellular 
telecommunication) (Umhlabuyalingana Local Municipality, 2011).  The large majority of 
residents travel by foot to reach schools, clinics and other destinations (Umhlabuyalingana 
Local Municipality, 2011). Communicable diseases, including TB and HIV, accentuate health 












Department of Health, 2011) and life expectancy in the province is estimated to be 43 years 
(Umhlabuyalingana Local Municipality, 2011). The municipality is served by two hospitals 
and 17 clinics (Umhlabuyalingana Local Municipality, 2011).  
 
5.2.3 Community consultation and approval to conduct the research 
  
The need for the broader quantitative survey research was identified in collaboration 
with key South African government stakeholders (including the Directorate of HIV/AIDS at 
the Ministry of Social Development, the Sector of Maternal and Child Health at the 
Department of Health and the Directorate of Health in Education at the Department of 
Education). The survey was then developed with the input of these South African government 
departments and the National Action Committee for Children Affected by AIDS (NACCA). 
Consultation with other stakeholders by the broader project team was also extensive; these 
included: local and international NGOs, service providers such as social workers, nurses and 
doctors, and HIV-affected groups of children.  
At a local level, permission from gatekeepers in participant communities was obtained 
for the survey, as this was critical for the safety of the team and to facilitate community 
members’ trust and willingness to participate. Communication with authorities and 
community stakeholders/members commenced months before the field research on each site 
and was on-going for the duration of the field research. The intention was to ensure a good 
understanding of the research’s purpose, ensure and maintain community buy-in, and avoid 
creating expectations of material gain which is a common challenge in resource-deprived 












research and during the fieldwork, the research team had multiple contacts with key political 
leaders in each site (e.g. ward counsellors, tribal leaders) to explain the research and obtain 
consent to work in specific communities. Contact was also made with stakeholders such as 
social services officers and policing structures (e.g. South African Police, community 
policing forums) to ensure their knowledge of the research and liaise with them on referrals 
and safety issues.  Moreover, prior to the launch of the field research, the research team, in 
collaboration with the local authorities and their networks, coordinated the door-to-door 
dissemination of short hand-outs explaining the study, throughout participant communities.  
Approval to conduct research in Wards 74 and 75 was obtained from the respective 
Ward Councillors and eThekwini Municipality Speaker Councillor, following several 
meetings. Consent to work in the rural Manguzi site was obtained from the tribal chief for the 
Manguzi area, in part through the local NGO research partner’s engagement at tribal 
authorities’ meetings. In addition, approval to conduct the research was obtained from the 
tribal chief or induna of each tribal community. As explained in more detail in the ‘Field 
research challenges and adaptive strategies’ section below, obtaining this consent was a 
lengthy process, consisting of multiple interactions with each gatekeeper.  
 
5.2.4 Sampling and recruitment of households  
 
The survey recruitment strategy served to generate sufficiently large samples of ill 
and healthy caregivers in each site, in order to allow for comparisons between sub-groups of 
caregivers living with HIV, caregivers living with other illness and caregivers without a 












participants in each sub-group. They were determined by the research team working on the 
broader Young Carers survey, based on available funding and statistical power needed to 
conduct core analyses for the broader survey. Households were sampled through stratified 
systematic random sampling. Interviewers approached every household in each designated 
area (EA or isigodi) and asked a set of pre-defined consecutive screening questions to 
determine each household’s eligibility (see the Identification of Dwelling and Sampling Sheet 
for Survey in Appendix 2, and recruitment questions, illustrated in Figure 5.4). Households 
eligible to be interviewed were those in which an adult caring for at least one child between 
the ages of 10 – 17 was present. The intention was to prioritize interviews with ill adults 
caring for children, so an adult caregiver with self-reported illness was chosen to be 
interviewed in households where both ill and healthy caregivers were present. Also, in the 
case of more than one ill or healthy eligible adult in the same household and/or more than one 
child cared for, random selection was used to decide which carer-child pair to interview (e.g. 
by tossing a coin or throwing a dice). It is important to note that screening questions served to 
increase the proportion of sick caregivers included in the sample but were not used to classify 
caregivers as HIV-positive, other ill or healthy for analysis purposes; this classification was 
based on algorithms developed to analyse questionnaire data derived from responses to 


















5.2.5 Survey instrument design and measures 
 
Since this doctoral research is located within a broader health survey (the Young 
Carers KZN survey), questionnaires used in this study were designed to capture data for 
multiple analyses on child and carer health, beyond those relevant to this thesis. This section 
will describe the overall questionnaire design and criteria for the selection of psychometric 
tools. It will then describe in greater detail only those sections and tools from the caregiver 












Overall questionnaire design. The design of the caregiver survey questionnaire was 
influenced by research gaps identified in the literature, previous studies on child and carer 
health conducted by project team members (see for example: Cluver & Gardner, 2007; 
Cluver, Gardner, & Operario, 2007; Kuo & Operario, 2009), and input from key 
stakeholders, such as South African national government departments, NGOs and AIDS-
affected individuals. The 43-page questionnaire (see Appendix 3: Bilingual Adult Carer 
Survey) included standardized tools with strong psychometric properties, aimed at collecting 
data on various mental and physical health outcomes, as well as other indicators such as 
stigma, social support, parenting and child behaviour. Key caregiver and household socio-
economic and demographic information was also collected, as well as information related to 
access to and use of health services.  
The choice of which psychometric scales to include in the questionnaire was based on 
an extensive review of existing validated measurement tools, to determine the most suitable 
tools to be employed in this particular context. Primary considerations in choosing 
measurement tools were their psychometric properties, whether they had been validated in 
South Africa or – where not applicable - whether they had been used in South Africa or other 
developing countries and whether they had been validated with similar populations. Also, all 
tools included in the questionnaires had to be appropriate for administration via self-report 
through a non-clinician interview. As previously mentioned, the social support section of the 
caregiver questionnaire (pp. 31-35) was specifically designed by the doctoral candidate. 
The questionnaire was translated into isiZulu, the local language, using standard back-
translation procedures. An initial English version was translated into isiZulu by a first 
bilingual translator; this translated isiZulu version was then given to a second bilingual 












(versus literal or linguistic) equivalence were emphasised. The initial and translated English 
versions were then compared, and discrepancies addressed by the project managers, through 
consultation with the two translators and a third bilingual colleague. The questionnaire  was 
piloted in July 2009 with a small sample of caregivers in Umlazi township, Durban; the 
survey instrument was shortened and slightly modified following responses and observation 
during the pilot study.  
Indicators and measurement tools of relevance for the quantitative analysis of this 
doctoral research are described in detail below. These comprise measures of caregiver illness 
status, perceived availability of social support, general health and functioning, and 
symptomatic depression and anxiety. A description of socio-demographic variables used as 
control variables in the analysis is also included. 
 
Caregiver illness status. The survey data collected allowed caregivers of children to 
be categorized with reference to their health status, specifically: as caregivers living with 
HIV/AIDS, caregivers living with other illness (‘other ill’ caregivers) and caregivers without 
a health condition (‘healthy’ caregivers). Caregiver HIV/AIDS was identified using an 
algorithm based on caregiver self-report of HIV-status, HIV-related illness and/or adherence 
to ARV treatment, as well as the verbal autopsy questionnaire (VA). This VA tool was 
developed to identify symptoms of HIV-related illness in areas with over 20% HIV-
prevalence and where data on cause of death or illness is unavailable or unreliable 
(Hosegood, Vannestea, & Timæus, 2004; Lopman et al., 2006). A VA validation study 
conducted in Zimbabwe showed a sensitivity of 83% and specificity of 75% for AIDS death 
(Lopman, et al., 2006); a South African validation study showed a sensitivity of 89% and 












(Kahn, Tollman, Garenne, & Gear, 2000).   The use of the VA to identify HIV-related 
morbidity among living populations is, however, relatively new territory, and the broader 
Young Carers survey team (including Dr Lucie Cluver at Oxford University and Dr. Don 
Operario at Brown University) are currently assessing adult-child concordance and therefore 
inter-rater reliability of the VA tool for identifying adult HIV status among a living 
population, from the broader Young Carer survey dataset. Preliminary findings, recently 
presented at the 2013 American Public Health Association conference, show promising 
results, with 72% concordant child-adult reporting on HIV/AIDS illness status based on VA 
evaluation (Becker et al., 2013) 
The ten VA signs and symptoms used to diagnose HIV-related illness or death are 
listed in Table 5.1  below, and included in section 2.17 and 2.18 (pp. 10 and 11) of the 
attached Adult Carers Survey Questionnaire (see Appendix 3); these include symptoms  such 
as weight loss and wasting, and opportunistic conditions such as tuberculosis and oral 
candidiasis. The reported presence of three or more of these HIV-illness related conditions is 
used to determine HIV-related illness and/or AIDS-related death. The questions contained in 
the VA tool also allow for identification of HIV status less directly, minimizing risks of 
stigmatisation or inaccuracy of responses due to stigma around the disease.  
Caregiver ‘other illness’ status was determined through questions on illnesses and 
symptoms pertaining to the most common causes of adult illness in South Africa, as 
identified in the South African Demographic and Health Survey (Department of Health, 
2003) and the Health Systems Trust Annual Review (18 items) (Health Systems Trust, 2006). 
These included asthma, diabetes, arthritis, cancer, low or high blood pressure and epilepsy. 
Also, in consideration of the stigma surrounding HIV and AIDS, these questions on other 












with questions on minor illness, e.g. common colds and flu (see sections 2.9 – 2.18 on pp. 9 – 
11 of the attached Adult Carers Survey).  
 




Social support. The tool chosen to measure caregiver social support availability was 
the Medical Outcomes Study Social Support Survey (MOS-SSS; see questions 5.1a – 5.1s on 
p. 31 of the attached Adult Carers Survey and Figure 5.2 below). This scale measures 
dimensions of functional support, specifically: a) the overall level of social support perceived 
to be available and b) four specific types of social support, through the subscales measuring 
• Moderate or severe weight loss with no other symptoms of malnutrition 1. Weight loss  
• Moderate or severe weight loss with at least four of the following symptoms: paleness, changing 
hair colour, oedema of legs, burning sensations of the feet, dry scaly skin 2. Wasting  
• Acute jaundice (yellowing of the whites of the eyes during the disease that lead to death) with 
fever and/or itching but without history of alcohol abuse 3. Jaundice  
• Ever suffered from zoster 4. Herpes zoster  
• Had abscesses or sores 5. Abscesses or sores 
• Had two or three of the following: ulcers in the mouth, difficulty swallowing, white patches 
inside the mouth and tongue 6. Oral candidiasis  
• Trouble breathing, cough lasting 3–27 d with fever but not recent TB, weight loss, or wasting, as 
above 7. Acute respiratory tract illness  
• Vaginal tumour for at least one month with or without bleeding 8. Vaginal tumours 
• Known to have suffered from TB in last five years 9. Recent TB 












emotional and informational support, tangible support, positive social interaction and 
affection (Sherbourne & Stewart, 1991).  
Of the social support scales reviewed, the MOS-SSS was chosen as it appeared to best 
measure the types of constructs of interest to this analysis (i.e. perceived support availability 
and the functional dimension of support). It has also been shown to have strong psychometric 
properties (α=0.97; 1-year test-retest reliability = 0.78) (Sherbourne & Stewart, 1991) and it 
is intended for self-administered survey research with general (ill or healthy) adult population 
samples. Though this tool has not been validated in South Africa, it has been widely applied 
in the developing world and used multiple times in South Africa. For example, it has been 
used in KwaZulu-Natal with urban and rural women living with HIV (Gaede, et al., 2006) 
and with Black South African male and female diabetes mellitus outpatients (Westaway, 
Seager, Rheeder, & Van Zyl, 2005). It should be noted that none of the possible alternative 
instruments identified, measuring similar constructs and/or applicable to a general adult 
population, had been validated in South Africa and none had been developed and tested 
specifically for caregivers of children. The Cronbach’s alpha reliability statistic for the MOS-
SSS scale in this sample was very high (α = 0.99), in line with that of the original validation 
study (Sherbourne and Stewart, 1991) and the Westaway et al study in South Africa (0.97).  
The MOS-SSS is a 19-item tool with 5-point answer scales. Respondents are asked to 
rate how often each type of support is available if they need it, and can choose one of five 
options ranging from ‘none of the time’ (1) to ‘all of the time’ (5). These responses are scored 
together to derive four subscales: emotional and informational support (8 items); tangible 
support (4 items); positive social interaction (4 items); and affection (3 items). These items, 












of 1-5 for each subscale, the average of the scores for each item in the subscale is calculated. 
To obtain an overall support index, ranging from 1 – 5, the average is computed for all items.  
The overall support index was of interest and used for this analysis. However, it 
should be noted that factor analysis showed that the MOS-SSS scale is in fact measuring one 
‘perceived social support’ construct in this particular sample, as all items in the scale were 
highly correlated with each other. Principal component analysis of the 19 scale items in this 
sample extracted only one component (based on eigenvalues ≥ 1; total variance accounted for 
= 84%). This suggested that the perceived availability of types of emotional support in this 
caregiver population was closely associated with the perceived availability of tangible 
support. While it would have been beyond the scope of this particular study to investigate 
associations between different types of support and health outcomes, it should be highlighted 
that it would not have been possible to work with individual MOS-SSS subscales as distinct 
constructs in this population. It is also noteworthy that a previous South African study using 
the MOS-SSS, with a sample of 263 Black South African diabetes mellitus outpatients in 
Pretoria, identified two factors (as opposed to the four sub-scales identified by the original 
authors in their work with chronically ill adults in the USA); these appeared to be 
respectively representing sub-constructs of socio-emotional and tangible support (Westaway, 


















Table 5.2. The MOS-SSS scale and subscales 
   
 
General health and functioning. Self-reported general (physical and mental) health 
and functioning was measured using the SF-12 tool. The SF-12 is a self-report questionnaire 
and general measure of health status, versus an indicator of the presence or absence of 
specific health conditions. The decision to choose a generic measure of overall health (rather 
than one specific to age, disease, or treatment group), was motivated by the intention to 
capture total burden of disease among this sample of caregivers of children; this is 
particularly relevant given the limited knowledge regarding the general health of this 
population. 
• Tangible support 5.1a  Someone to help you if you were confined to bed 
• Emotional/informational 
support 5.1b Someone you can count on to listen to when you need to talk 
• Emotional/informational 
support 
5.1c  Someone to give you good advice about a crisis 
• Tangible support 5.1d Someone to take you to the doctor if you needed it  
• Affectionate support 5.1e Someone who shows you love and affection 
• Positive social interaction 5.1f  Someone to have a good time with 
• Emotional/informational 
support 5.1g  Someone to give you information to help you understand a situation. 
• Emotional/informational 
support 5.1h Someone to confide in or talk to about yourself or your problems 
• Affectionate support 5.1i Someone to hug you. 
• Positive social interaction 5.1j Someone to get together with for relaxation 
• Tangible support 5.1k Someone to prepare your meals if you were unable to do it yourself 
• Emotional/informational 
support 5.1l Someone whose advice you really want 
• Additional item 5.1m Someone to do things with to help you get your minds off things 
• Tangible support 5.1n Someone to help with daily chores if you were sick 
• Emotional/informational 
support 5.1o Someone to share your most private worries and fears with 
• Emotional/informational 
support 
5.1p Someone to turn to for suggestions about how to deal with a personal 
problem 
• Positive social interaction 5.1q Someone to do something enjoyable with 
• Emotional/informational 
support 5.1r Someone who understands your problems 












The SF-12 is a shorter version of the SF-36 Health Survey (Ware, 2000, 2004), which 
measures how physical health impacts activities of daily functioning, and includes questions 
regarding the presence of chronic illness. SF-36 versions have been used in over 7,000 
studies, in varying populations and cultural settings, including South Africa (Benitha & 
Tikly, 2007; O'Keefe & Wood, 1996), and have been translated into 60 languages, including 
isiZulu, Afrikaans and isiXhosa (O'Keefe & Wood, 1996; Ware et al., 2007).  The Short 
Form 36 Version 2 (SF36v2) (36 items) was used in a study with caregivers in a similar HIV-
endemic setting in the KwaZulu-Natal province (Kuo, 2010) and showed a high level of 
reliability (α=.94). The SF-12 has been shown to be strongly correlated with the SF-36 
scores, and to have good relative psychometric properties (Ware, Kosinski, & Keller, 1996). 
The Cronbach’s alpha reliability statistic for the aggregate SF-12 scale in this sample was 
0.84. 
The SF-12 tool includes 12 questions from the SF-36 Health Survey (see questions 
2.1 to 2.8 on pp. 7 and 8 of the attached Adult Carers Survey). Respondents rate each health 
and functioning item on three- or f ve-point scales. These items are used to compute 8 
subscales, as indicated in Figure 5.5 below; these are: Physical Functioning (PF); Role 
Physical (RP; indicating activity limitations because of physical health problems); Bodily 
Pain (BP); General Health (GH); Vitality (V); Social Functioning (SF); Role Limitations 
(RL; indicating activity limitation because of emotional problems) and Mental Health (MH). 
Using original scoring guidelines (Ware, Kosinski, Turner-Bowker, & Gandek, 2002), 
specific items were recoded so that higher scores corresponded with better health. Where 
there were multiple items in a subscale, these were then summed to compute aggregate raw 
scores. Raw scores were then transformed to a 0-100 scale in order to standardize scores and 












As indicated in Figure 5.5 below, four subscales are associated with the physical 
health component of SF-12 or SF-36 tools, and four with the mental health component. The 
original SF-12 scoring manual provides formulas for aggregating the 8 subscales to estimate 
physical and mental health summary scores, using score coefficients from 1990 general U.S. 
population data. In the absence of corresponding normative data and coefficients for South 
Africa, for the purpose of this analysis the physical and mental health sub-components of the 
SF-12 were computed by calculating respective summary scores for the four physical health 
subscales and the four mental health subscales. This is in line with the approach used by 
previous studies conducted with South African populations (Benitha & Tikly, 2007; Kuo, 
2010). Cronbach’s alpha coefficients showed an internal reliability of 0.84 for the Physical 
Health Component score, and 0.66 for the Mental Health Component score.  
 













Depression. Depressive symptoms were measured using the Centre for 
Epidemiologic Studies Depression Scale (CES-D) (Radloff, 1977). The CES-D is one of the 
most widely used self-report tools designed to measure depressive symptomatology in the 
general population. It has been shown to have strong psychometric properties, with high 
internal consistency reliability among the general population (α = 0.85) (Radloff, 1977). 
Validity was established by the original author through correlations with other self-report 
measures, and correlations with clinical ratings of depression and other variables that support 
its construct validity (Radloff, 1977). The CES-D has been validated in numerous samples 
internationally, including in South Africa (Pretorius, 1991), and the cultural validity of the 
tool has also been tested with South African populations (Smit, van den Berg, Bekker, 
Seedat, & Stein, 2006).  Moreover, the CES-D has been widely used among populations in 
South Africa and other parts of Africa, including low-income populations and HIV positive 
individuals (Hamad, Fernald, Karlan, & Zinman, 2008; Kaharuza et al., 2006; Kuo & 
Operario, 2011; Myer et al., 2008; Nduna, Jewkes, Dunkle, Jama Shai, & Colman, 2013; 
Poupard et al., 2007; Pretorius, 1991; Smit et al., 2006). Cronbach’s Alpha coefficients 
reported for the above-cited studies with samples in Africa ranged between 0.88 and 0.92. 
The CES-D showed high internal reliability in this sample (α = 0.95). 
The CES-D is a 20-item tool through which respondents are asked to indicate how 
often they may have experienced symptoms of depression on a four-point scale ranging from 
‘Rarely or none of the time’ (0) to ‘Most of the time’ (3). Responses are summed to compute 
a total score ranging from 0 to 60, with higher scores representing higher levels of depressive 
symptoms. A cut-off score of 16 or higher was used in this study to indicate the presence of 
depression as this is the generally accepted cut-off score for high risk of clinical depression, 
above which professional care is recommended (Cheung & Bagley, 1998; Hamad, et al., 












previous studies successfully conducted in Africa, including South Africa (Hamad, et al., 
2008; Kaharuza, et al., 2006; Kuo & Operario, 2011; Nduna, et al., 2013).  
 
Anxiety. Caregiver anxiety symptoms were measured by the Beck Anxiety Inventory 
(BAI), a tool used to assess common symptoms of clinical anxiety in adults (Beck & Steer, 
1993). The BAI instrument was developed to produce an anxiety tool that would reliably 
distinguish anxiety from depression while also showing convergent validity with other 
anxiety instruments (Beck & Steer, 1993; Steele & Edwards, 2008). The BAI has been shown 
to have good psychometric properties, with a high internal consistency (ranging from .90 to 
.94) and test retest reliability of 0.75 (Beck, Epstein, Brown, & Steer, 1988; Beck & Steer, 
1993; Steele & Edwards, 2008). The BAI has been widely used in many different cultural 
contexts and has been translated into many languages. An isiXhosa translation of the BAI 
was validated in South Africa (Steele & Edwards, 2008); this study showed high internal 
consistency (α = 0.92) with a mean score comparable to international data. Moreover, the 
BAI is used regularly in South Africa both in research and clinical settings, and internal 
consistency has been shown to be comparable to the USA validation studies (Nel & Kagee, 
2013; Pillay, Edwards, & Sargent, 2001; Pillay & Sargent, 1999; Spangenberg & Pieters, 
1991). The Cronbach’s Alpha coefficient for this sample was 0.95, indicating a high level of 
internal reliability.  
The BAI is 21-item instrument through which respondents indicate the extent to 
which they have been bothered by anxiety symptoms experienced over the past month; 
responses are chosen from a four-point scale ranging from ‘Not at all’ (0) to ‘Severely’ (3). 
Responses are then aggregated to compute a total score ranging from 0 to 63. According the 












mild anxiety, 16-35 moderate anxiety and 26-63 high anxiety (Beck & Steer, 1993). A binary 
variable was created and used in this analysis to denote the presence (score of 8+) or absence 
(scores between 0 and 7) of some level of anxiety. The standardised cut-off scores for the 
BAI have been used widely, including in previous studies conducted in South Africa (Nel & 
Kagee, 2013; Pillay, et al., 2001)  
 
Socio-economic and demographic variables. The caregiver survey questionnaire 
also included questions aimed at collecting caregiver and household demographic and 
socioeconomic data (see pp. 2-4 and 35-38 of the attached Adult Carers Survey). Caregiver 
age, gender, household size and other basic demographic information were collected using 
items from the South African National Census (Statistics South Africa, 2003a), South 
Africa’s 2005 General Household Survey (Statistics South Africa, 2005), South Africa 
Demographic and Health Survey (Department of Health, 2007), and the KwaZulu-Natal 
Income Dynamics Study (KIDS) questionnaire (May, Carter, Haddad, & Maluccio, 1999). 
Selection of previously tested questions maximized chances of including culturally 
appropriate questions designed for a low literate population. 
Household socioeconomic status was measured using Booysen’s (2001) South 
African economic asset index (EAI). This economic asset index is based on factor and 
principal component analysis of variables from Demographic and Health Surveys (DHS) 
(Booysen, 2001). Variables included indicators of ownership of consumer goods, access to 
services and resources (e.g., electricity and sanitation), dwelling characteristics, household 
size and household experiences of food insecurity (see questions 1.2 – 1.4, 6.1 - 6.5 and 7.1 
in the attached Adult Carers Survey). Variables were normed and weighted based on scoring 












to form a total score, which was then transformed into a categorical EAI variable with five 
quintiles, the lowest (first) quintile representing the lowest socio-economic group. This 
method of estimating economic status has been shown to be as or more reliable than other 
conventional measures (Filmer & Pritchett, 2001; Montgomery, Gragnolati, Burke, & 
Paredes, 2000).  Preliminary analysis with this sample using variables for each quintile 
showed that only belonging to the two highest quintiles (40% wealthiest households in the 
sample) was significantly associated with the mental health outcomes of interest, as could be 
expected in similar resource-deprived communities where poverty is generalized; economic 
asset quintiles in this sample represent relative socio-economic status among households in 
communities with overall low socio-economic status compared to national indicators (Noble 
et al., 2006). A categorical binary variable was therefore created and used in this analysis to 
indicate relative socio-economic status, that is, whether or not a caregiver’s household fell 
into the two highest socio-economic quintiles, based on the EAI. 
The caregiver questionnaire also collected information on the children reported to be 
living in the household, including the whereabouts of their biological parents and/or whether 
the biological parents were still alive (see section 4 of the Adult Carers Survey questionnaire 
on pp. 22-27). In this way, it was possible to determine the presence and number of single 
and double orphans in the household.   
 
5.2.6 Procedure: the field research process  
 
Recruitment and training of field staff for the urban site survey research was carried 












September 2009 to March 2010, then for an additional month in November 2010. 
Recruitment and training for the rural site was conducted in March to April 2010, and the 
field research from May to October 2010. The section below describes the field team 
composition and the field research process. 
 
Field team composition and roles. The urban field team consisted of two field 
coordinators, 15 interviewers and 4 security escorts. The rural field team consisted of two 
field coordinators (one local and one who had worked on the urban site and relocated to 
Manguzi), 14 interviewers (8 local and 6 from the Durban field team who relocated) and 5 
community guides. All interviewers were fluent in both English and the local language, 
isiZulu; they went from home to home to introduce the project, ask eligibility questions and 
(in the case of eligible households) obtain informed consent and conduct the interview. Field 
coordinators provided supervision of the research process in the field by managing the 
research team together with the project managers, identifying selected recruitment sites, 
driving interviewers and security escorts from meeting spots to interview sites, and regularly 
checking the quality of interviews and paper questionnaires. In the urban site, security escorts 
had the role of safeguarding the security of the research team and assisting with community 
buy-in and dissemination of information on the project. Each security escort was ‘assigned’ a 
group of interviewers on field, who were to report to him/her and inform him/her of their 
whereabouts at all times. The role of community guides on the rural site was primarily that of 
introducing the team and facilitating community buy-in, as crime was less of a concern.  
 
 Recruitment and training. Field researchers on the urban site were recruited by 












Division at the University of KwaZulu-Natal; this included advertising posts through the 
internal university mail system, reviewing and shortlisting CVs, conducting interviews with 
potential candidates and checking references. Security escorts were chosen by the Ward 
Councillor among members of the Community Policing Forum, a body that liaises between 
community members and the police service. These escorts were well known and respected 
throughout the community, and therefore provided the team with ‘legitimacy’ and facilitated 
access to households. 
  One field coordinator and six interviewers later relocated to the rural site to join the 
rural field team. In addition, a local field coordinator and eight local interviewers from the 
rural site were recruited in collaboration with the NGO partner, through local knowledge, 
CVs and interviews. On the rural site, 28 people who had completed a Life Skills course with 
the NGO were provided with a week’s general and project-specific research training. Eight 
interviewers and five community guides were then selected to form part of the rural field 
team, based on verbal and written assessments following this training; selection criteria 
included retention and understanding of the course’s content, spoken and written English and 
isiZulu, and communication skills. In particular, community guides selected were individuals 
with previous home-based care experience through the local NGO partner, who were familiar 
with the local communities and demonstrated good personal interaction.  
On both the urban and rural field site, all fieldworkers received two to three weeks of 
both general research and project-specific training to prepare for the field research. General 
research training was provided on topics such as general health, research ethics, referrals, 
communication skills and questionnaire administration. Project-specific training included the 












was interactive and included role-play and simulation of interviews to allow interviewers to 
gain confidence and skill in administering the questionnaires.  
 
Figure 5.6. Photograph of project managers providing research training for the field 
team in the rural site.  
 
 
Supervision and quality control of data collection. Following the launch of the 
urban fieldwork, capacity building continued on field for both the research assistants and 
field coordinators. The fieldwork was initially launched with a small team, in order to allow 
for closer supervision, and then slowly scaled up during the first few weeks on field. The 
doctoral candidate and co-project managers worked closely with the field coordinators and 
interviewers during the first month of fieldwork, in order to support and further develop the 












arose. Project managers randomly accompanied fieldworkers to the interviews, and provided 
feedback individually at the end of each field day. During the launch of rural fieldwork, the 
relocated urban team members, who had previous research experience and were more 
familiar with the questionnaire, assisted in training and mentoring team members from the 
rural site. During the first month of rural fieldwork, local interviewers were paired with a 
field coordinator, project manager, or urban team interviewer, who monitored their interviews 
and evaluated the quality of their questionnaires. Community guides received office-based 
and on-field training in project introductions and responding to questions from members of 
the community. 
Throughout the field research, interviewers continued to be closely supervised by 
field coordinators, who randomly rotated with the interviewers to monitor data collection 
quality and provide individual feedback. Project managers continued to provide field 
supervision and quality control, but gradually reduced their presence on field to about 50% of 
their time, in order to better meet the varied needs of the project. However, daily debriefing 
meetings were held between the project managers and the field coordinators prior to 
fieldwork each day for the entire duration of the field research.  
Each completed questionnaire was handed over to field coordinators the following 
day prior to commencement of fieldwork; these questionnaires were thoroughly quality 
checked by at least one other individual, either project manager, field coordinator or (on the 
rural site) one of the three office-based staff members, within two working days. The 
questionnaire responses were checked, question by question, for completeness and, in some 
cases, for coherence with responses to other related questions. In the case of errors or missing 
data, questionnaires were returned to fieldworkers so that the households could be revisited 












Team meetings were held weekly at the office(s) with the project managers and entire 
field team, to discuss progress, fieldwork issues and challenges, and possible solutions to 
address these. Project managers were also regularly in telephone contact with principal 
investigators to discuss progress and corrective actions to deal with challenges. Moreover, job 
profiles were drawn up and signed by every team member at the onset of the project; 
subsequently regular performance appraisals were conducted with staff, during which 
feedback was provided in five key areas: utilisation of training, adherence to protocols, team 
and community interactions, speed of work and quality of work.  
 
Figure 5.7. Photograph of a field coordinator, local interviewer and home-based carer 














Field research challenges and adaptive strategies. Despite extensive discussions 
and planning, during the survey field research several challenges emerged that required 
adaptive strategies. Reconciling objectives and plans with the more fluid and unpredictable 
on-the-ground reality of conducting fieldwork is a common challenge for health researchers 
(Casale, Flicker, & Nixon, 2011; Mathee et al., 2010), especially for survey research of this 
dimension and duration, involving a considerable amount of logistics and staff coordination. 
Some of the key challenges experienced and strategies used to address these are briefly 
discussed below. A few are relevant for both research sites, while others are specific to the 
urban or rural areas. The fieldwork challenges encountered on the rural (Manguzi) field site 
and strategies used to address these have also been documented in more detail in a recently 
published manuscript prepared by the doctoral candidate and other members of the KwaZulu-
Natal Young Carers project management team (Casale, Lane, Sello, Kuo, & Cluver, 2013).  
The most prominent challenge to fieldwork in the urban field site was the team’s 
security. While the crime levels in Lamontville were not as high as in many other townships 
in eThekwini, the prevalence of violent crime was still a concern
8
 and people who were 
clearly not from the area were considered a particular safety risk. Several approaches were 
used to address safety risks. These included: a) developing clear safety protocols and 
ensuring that they were respected by field team members; b) discussing safety issues and 
protocols during regular project meetings; c) leaving the fieldwork site early enough to allow 
                                                          
8
 Crime statistics for Lamontville for April 2009 to March 2010, obtained from the South African Police 
Service, showed 191 cases of assault with intent to inflict grievous bodily harm, 121 cases of common assault, 
100 cases of robbery, 63 cases of malicious damage to property, 92 cases of drug- or alcohol- related crimes, 
109 cases of theft and 20 cases of carjacking. Data on crime in Lamontville and other townships in eThekwini, 













staff to travel home before dark; d) making contact with local policing authorities to advise 
them of our presence and work in the area and e) recruiting four members of the local 
community policing forum (CPF) as security escorts to accompany field staff around the 
sites. Fortunately we did not have major security problems, besides a few incidents of petty 
theft. 
 
Figure 5.8. Photograph of one of the CPF security escorts approaching a dwelling in 
an informal settlement in Lamontville, to introduce the project and interviewer. 
 
 
Each field site also presented its own logistics challenges related to the terrain, 
topography and changing patterns of settlement. Sampling strategies and field plans needed 
to be adapted to take into account logistical constraints and the reality of political boundaries 












infrastructure and difficult terrain. For example: visibility was restricted in many areas due to 
flat terrain and dense bush; roads, road signage and/or road access to homes were absent in 
most areas; and aerial photos and maps were outdated and inadequate for our purposes. These 
challenges prompted re-assessment of both the sampling strategy in the rural site and the 
fieldwork logistics coordination. As explained above, it was decided to work with ‘isigodi’ as 
the smallest geopolitical boundaries, versus census EAs, as this allowed us to refer to local 
knowledge and political structures to determine community boundaries. We worked with 
local drivers familiar with the area and terrain, a majority of local field assistants and our 
CBO partner’s local network of home community-based carers, present in each isigodi. To 
avoid households being visited multiple times, the HCBCs ‘scouted’ the area beforehand, in 
order to familiarise themselves with the area and subsequently direct RAs to homes. Given 
the significant distances between homesteads in certain areas, staff were often dropped off in 




















Figure 5.9. Photographs illustrating logistics difficulties.  
 
The image on left shows a field interviewer who resorted to climbing a tree in order to locate 
the next household in the rural site. The image on the right illustrates how interviewers often 
had to walk long distances on sand paths to reach homesteads. 
 
 
Ensuring privacy and confidentiality was also very challenging on both sites, given 
the area and household characteristics. For example, many of the urban dwellings were one-
roomed shacks or houses inhabited by multiple family members who would be present in the 
dwelling or pass through the dwelling during interviews. In some cases the only barriers 
between ‘rooms’ or spaces in the dwelling were curtains or sheets. We adopted multiple 
creative strategies through-out the fieldwork process to ensure confidentiality of interviews, 
following various project team discussions on this issue. These included: explaining the 
importance of privacy upfront to respondents or parents of respondents, requesting a private 












literate respondents to fill in more sensitive sections themselves rather than answer verbally 
and providing concerned or curious family members with a blank questionnaire copy while 
the interview was being conducted.  
 
Figure 5.10. Field researchers interview a caregiver in a quiet, shady spot under a tree 
in her homestead. 
 
 
Finally, while the community consultation and buy-in process on the urban site 
involved only a few political leaders (i.e. ward councillors and municipal representatives), 
this process proved to be a major challenge for the rural site, where distances between 
households were greater and each community (isigodi) was governed by a local tribal leader 
(induna). Despite buy-in activities conducted by our local NGO partner prior to our arrival 












of the project had not reached some communities and/or households. As a result we 
encountered much distrust and many refusals, and in extreme cases were chased out of 
communities. We learnt that not all community leaders had attended tribal meetings and/or 
advised their community members about the project; moreover some communities were 
temporarily without tribal leaders due to succession processes in course. We decided to 
rethink and intensify our community dissemination, in close collaboration with our NGO 
partner. Our team liaised with the NGO staff to contact the local schools and induna from 
each community to explain the purpose of our research and how this would be carried out. 
The consultation process involved multiple meetings with both community leaders and 
community members planned well in advance, during which these stakeholders would have 
the opportunity to ask for further clarification regarding our project. In most cases approval 
was granted, however in the few exceptional cases where community leaders could not be 
contacted, the project could not work in those specific isigodi. Also, to reach people in 
communities who were temporarily without leaders, we liaised with the NGO’s existing 
network of home community-based carers (HCBCs) from those particular communities, to 
advise households of the research project and tribal chief’s approval prior to the team’s 
arrival. These strategies appeared to be extremely successful, as they significantly improved 
the reception of our team members in communities, and reduced the number of refusals to a 

















5.3 Survey data management 
 
5.3.1 Data team, data entry and quality control 
 
 Survey data entry took place from October 2009 to February 2011; it was therefore 
on-going while the fieldwork was in course and lasted for two months after the completion of 
data collection. The data was captured in SPSS 18 by four data enterers based at HEARD’s 
Durban office at the University of KwaZulu-Natal. Members of the data team were also 
recruited, by the doctoral candidate and colleagues, through job advertisements, CV review 
and interviews as per the University of KwaZulu-Natal’s HR procedures. Data team members 
had prior data capturing experience and were familiar with SPSS; however two days’ 
additional data training, including research ethics training and project-specific training, was 
provided by a colleague at the University of KwaZulu-Natal, who was an expert in 
quantitative data management and databases. The data team was supervised by the doctoral 
candidate and received performance appraisals in areas including: utilisation of training, 
adherence to protocols, team interactions, speed of work, and quality of work. 
The data entry process was coordinated by the doctoral candidate and a co-project 
manager, as well as a data manager. The data manager was responsible for managing the data 
team on a daily basis, regularly merging SPSS databases, controlling the quality of data 
entered by rechecking a random subset of the data, and altering database variables where 
needed. Project managers also randomly quality controlled a subset of questionnaires entered 
in the database.  Where missing data, inconsistencies or further errors were picked up during 












managers and field coordinators. In the case of minor errors and non-sensitive questions, the 
data team members would phone respondents to make corrections directly to the 
questionnaires; in this way they also contributed to follow-up with respondents and a further 
level of data collection quality control.  
 
5.3.2 Data handover and storage.  
 
Strict protocols were developed to regulate hardcopy submission, transportation, and 
handover of questionnaires in field, as well as data storage. On both the urban and rural sites 
questionnaires were stored in locked offices, and could only be accessed by authorised senior 
team members who had signed confidentiality agreements. During rural fieldwork, completed 
questionnaires were transported from the rural site to the urban offices on a bi-weekly basis 
by field coordinators or project managers driving a project vehicle. All stages of handover 
and recovery were recorded with modules detailing who had completed each questionnaire, 
who had submitted and who had received it, and the dates on which this handover had 
occurred.  
After being entered into the databases by the Durban-based data team, paper survey 
questionnaires were catalogued and placed in a double-secured archive room at HEARD’s 
UKZN office; they could be accessed only by the project managers or PIs, who had to sign an 
archive register on retrieving and returning them. Electronic databases and files were stored 
on password-protected computers attached to desks with computer locks in a locked office, 












was excluded from the final project database to be used for analysis, and cases were 
identified using unique identification numbers (UINs).  
 
5.3.3 Data cleaning 
 
Data cleaning was carried out over a period of approximately seven months, from 
March to September 2011, by the doctoral candidate and other Young Carers KZN project 
managers. The work was divided so that each team member was assigned a specific number 
of variables from the databases to be cleaned. This was done through syntax that was saved 
separately, cross-checked and shared with the team, and then finally run on the database.  The 
data cleaning process involved addressing missing v lues, and checking for and correcting 
outliers and inconsistencies.  
Levels of missing data were very low (< 1%) and appeared to be randomly distributed 
throughout the dataset (Schlomer, Bauman, & Card, 2010). The broader Young Carers survey 
research team checked for patterns in the missing data, and did not identify any (e.g. social 
desirability in answering sensitive questions; correlations with key outcome variables). For 
key variables (e.g. age, gender, scale items) missing data was addressed by: a) (where 
possible) reverting back to the original paper questionnaires to check for possible data entry 
errors; and b) in the case of psychometric tools, substituting the missing value with the mean 
of the remaining relevant scale or subscale items (mean imputation) (Carter, 2006; Schlomer, 
et al., 2010). In the remaining cases a discrete missing value (‘666’) was assigned to the case 













5.4 Ethics approval and considerations related to the quantitative field research and 
data management 
 
5.4.1 Formal ethics approval  
 
Ethics approval for the quantitative component of this study was obtained from both 
the University of KwaZulu-Natal and the University of Oxford, as part of the broader Young 
Carers study. Approval to conduct the survey research was also requested and received from 
the South African national Department of Social Development, and the KwaZulu-Natal 
provincial departments of Health and Education. Letters of approval received for the 
quantitative research are included in Appendix 5. 
 
5.4.2 Key ethics considerations  
 
Extensive discussion and thought was given to ethical considerations related to the 
quantitative research component, during the research design phases. Ethical guidelines were 
informed by a broad literature review and the Young carer project team members’ 
considerable previous experience in this area of research. Obtaining consent from local 
authorities and other gatekeepers has already been discussed. Below is a summary of other 













Measures to protect autonomy. All attempts were made to ensure that participants 
fully understood the research, and that consent was both voluntary and informed. Informed 
consent was obtained from each caregiver survey participant. All caregivers that agreed to 
participate signed ‘opt-in’ consent forms (see Appendix 4: Adult Carer Consent Form For 
Survey).  Information sheets and consent forms were read to participants in their preferred 
language to prevent illiteracy from hindering a participant’s understanding of the study 
purpose and methods. All participants were told they had the right to decline to participate or 
terminate their participation at any time, and that all results would remain confidential. 
Following the interview, participants were encouraged to ask any questions they may have 
had regarding the research, and were given an opportunity to have their data destroyed rather 
than included in the study. Only caregivers capable of providing their own consent were 
included in the survey. 
 
Measures to minimize potential harm or stress. This study did not involve any 
procedures which may have unpleasant or have harmful side effects and it was not anticipated 
that the interviews would cause distress. However, in order to reduce any risk of participants 
becoming distressed, a number of measures were taken. All interviewers were trained and 
experienced in both research ethics and in working with HIV-affected families. Where there 
was a need for a particular participant to access more extensive support (such as seeing a 
counsellor or attending a clinic) referrals were made. A referral system was set up on each of 
the two sites, in collaboration with the appropriate local social services and child welfare 












delivered to the appropriate authorities. On the rural site, referrals were made in conjunction 
with the NGO partner organisation, which had an existing referral system set up.  
 
Incentives. There is much debate in the literature on the appropriateness of incentives 
in health research. On the one hand, incentives (e.g. monetary compensation) may be seen as 
an indication of respect for participants’ time and contribution; on the other hand, there is the 
risk of undue inducement that may compromise voluntary participation and the quality of 
responses (Bentley & Thacker, 2004; Grady, 2001; Grant & Sugarman, 2004; Singer & 
Bossarte, 2006). For this study a decision was taken to not provide any form of financial 
rewards to participants, to avoid the risk of jealousy within the community or households, 
undue influence on the decision to participate in the study and the quality of responses (given 
the low socio-economic status of households) and the safety risks associated with 
interviewers carrying money or other items.  However, each caregiver participant received a 
colour Certificate of Participation following the interview (regardless of completion) as a 
token of appreciation (see Appendix 6: Carer Certificate of Participation). These were well 
received.  
 
Measures to protect confidentiality. Various measures were taken to protect the 
confidentiality of participants’ identities and information. As previously indicated, these 
included exploring creative ways to obtain privacy when conducting each interview (such as 
conducting interviews outside, or in local libraries). Staff entering data and/or translating and 
transcribing interviews were made to sign confidentiality agreements. Electronic data was 
stored on password-protected computers or back-up drives, and paper data was stored in 












and HIV and AIDS Research Division’s offices at the University of KwaZulu-Natal’s 
Westville campus, with availability of this data limited to the doctoral candidate and other 
members of the research management team, and managed through a log book. Moreover, 
only aggregate results of this study will be reported in dissemination of any kind; all 
participant names will be omitted and only locations in which the study took place will be 
included.  
 
5.5 Analysis Approach 
 
Survey data were analysed using SPSS 18. The paragraphs below describe the 
approach and methods used for the quantitative analysis of this research. Results of the 
quantitative analysis will be presented in the next chapter of this thesis (Chapter 6). 
 
5.5.1 Descriptive statistics for the whole sample and sub-groups of interest 
 
Descriptive statistics were generated for the whole sample, and for respective sub-
samples of HIV-positive, other ill and healthy caregivers. These included percentages (in the 
case of categorical variables) or mean values and standard deviations (in the case of 
continuous variables) for key socio-demographic variables, health outcomes of interest for 
this analysis and the social support score. The health outcomes of interest were: symptomatic 
anxiety (as measured by the BAI), symptomatic depression (as measured by the CES 
depression scale), the SF-12 aggregate health score, and the SF-12 mental and physical health 












Key socio-demographic variables included an indicator of location (that is whether 
the  caregiver was living in the urban or rural site) as well as variables shown to be predictors 
of mental health among HIV-positive individuals and adult caregivers (Crosier, et al., 2007; 
Patel & Kleinman, 2003; Pinquart & Sorensen, 2007; Whetten, et al., 2008; World Health 
Organisation, 2001; Zinkernagel, et al., 2001); these are: age, gender, education and socio-
economic status. Descriptive statistics were also generated for several selected socio-
demographic variables included in the overall Economic Asset Index, in order to provide 
further – and more immediate – indicators of relative socio-economic household conditions 
for caregiver groups. These included household size, members of the household reportedly 
experiencing hunger at least occasionally, and household access to services such as running 
water, electricity and a flush toilet.  
Moreover, given previously-cited evidence of negative effects of caregiving burden 
on health outcomes, indicators for the number of children in the household and the presence 
of orphaned children in the household were also included among the descriptive data and 
socio-demographic control variables n the regression analyses. The definition used for an 
orphaned child was a child (aged 0-17) that had lost one or both biological parents, as per the 
definition adopted by UNICEF and linked global development partners (UNICEF, 2013); it 
therefore included both single and double orphans. It should, however, be noted that these 
variables cannot be considered reliable indicators of caregiver burden or dependency for the 
specific caregiver interviewed, as they refer to the number of children and presence of one or 
more orphans in the entire household, which could include multiple caregivers
9
.  
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 It was not possible to determine which or how many children in the household were the direct responsibility of 












Significant differences between the three caregiver sub-groups of interest (caregivers 
with HIV, caregivers with other illness and healthy caregivers) for these socio-demographic, 
health and social support variables were assessed using one-way ANOVAs and chi-square 
tests.  
 
5.5.2 Multiple regression analyses  
 
Two separate sets of regression analyses were conducted to address the three research 
questions guiding the quantitative analysis section of this thesis, specifically:  
1) Is living with HIV/AIDS a risk factor for depression and anxiety among caregivers of 
children, and how does this compare to living with other illness? 
2) Does social support have a main effect on caregiver depression and anxiety, and/or 
buffer against the effects of HIV/AIDS- and other illness- related stressors on 
depression and anxiety?  
3) Is more social support associated with better self-reported general health and 
functioning among HIV-positive, other ill and healthy caregivers respectively? 
 
Hierarchical logistic regression analyses with the entire sample of caregivers were 
conducted to address the first two research questions; categorical (dependent) variables were 
used for anxiety and depression, given the generally accepted and validated cut-off values for 
these variables (as described in Section 5.2.5). Linear regression analyses were conducted 
with each sub-sample of interest (HIV-positive, other ill and health caregivers) in order to 












dependent variables was motivated by the absence of meaningful validated cut-off values for 
these scales. The choice of variables to include in the regression analyses as key variables of 
interest (stressors and social support) was driven by the research questions to be addressed; 
the choice of socio-demographic control variables was based on theory and previous 
empirical studies (previously cited) showing associations between these variables and mental 
health outcomes. More detail on the regression analyses approaches and methodologies are 
provided below.  
 
Main and stress-buffering effects of social support on depression and anxiety. 
Hierarchical logistic regression analyses with interaction terms were conducted to assess the 
relationship between HIV/AIDS and other illness, and mental health outcomes (depression 
and anxiety), as well as test for both main and stress-buffering effects of social support on 
depression and anxiety. This analytic approach is in line with that of previous studies, 
included in the systematic literature review of this thesis, assessing main and stress-buffering 
effects of social support on mental health with similar populations in the developed world 
(Klein, et al., 2000; Mellins, et al., 2000). The presence of main effects of social support was 
tested by determining whether there was a direct relationship between the social support 
score variable and the mental health outcome, while the presence of stress-buffering effects 
was tested by determining whether social support moderated the relationship between the 
specific stressors of interest (HIV/AIDS and other illness) and the mental health outcome of 
interest.  
In order to conduct moderation analysis, interaction terms were created by 
multiplying each individual stressor by the protective resource (social support). The two 












respectively indicating whether the caregiver was living with HIV/AIDS or a non-HIV 
related illness (as opposed to a reference group of caregivers who had not reported a health 
condition). Dichotomous variables were created for each of these stressors, whereby ‘1’ 
indicated the presence of the stressor and ‘0’ the absence of the stressor.  Interaction terms 
were created by multiplying each respective binary stressor variable by the mean-centred 
continuous social support score; mean-centring of continuous variables is suggested in order 
to reduce multi-collinearity when using interaction terms (Holmbeck, 1997; Mellins, et al., 
2000). 
First, bivariate tests (independent t-tests and Chi-square tests) were used to assess 
associations between each dependent mental health variable, and the socio-demographic, 
illness and social support variables to be included as independent variables in the logistic 
regressions. Second, hierarchical logistic regressions were conducted separately for each 
mental health outcome (depression and anxiety). After controlling for socio-demographic 
variables (block 1 of regression models), the two potential stressors (HIV/AIDS and other 
illness) were entered first in the regression models (block 2), social support as a potential 
protective factor was entered second (block 3), and the interaction of stressors and social 
support third (block 4). All independent variables were entered in SPSS as covariates, and 
categorical variables were entered as ‘categorical covariates’, specifying ‘0’ as the reference 
category. For each independent variable entered in the regressions, Wald values and odds 
ratios were reported, together with significance levels. Associations were reported as 
statistically significant where the p value was less than 0.05. For each regression, the model 
chi-square and its significance level were reported, to indicate whether variables added 













Associations between social support and general health and functioning for HIV-
positive, other ill and healthy caregivers. In order to address the third research question on 
associations between social support and general health and functioning, three sets of multiple 
linear regressions were conducted for each of the three sub-samples of interest, that is: for 
HIV-positive, other ill and healthy caregivers. The decision to conduct this analysis 
separately for the three sub-groups, as opposed to conducting a regression with the whole 
sample using interaction terms (as for the regressions investigating anxiety and depression as 
dependent variables), was motivated by the specific research questions of interest to this 
analysis. The aim was to assess whether there were significant positive associations between 
more social support and better general health and functioning among caregivers who were 
already living with HIV or other illness. Also, stress-buffering effects of social support are 
more commonly assessed and understood within the mental (versus physical) health domain. 
For each sub-group of caregivers, a correlation matrix was produced, showing 
Pearson’s product-moment correlation coefficients for bivariate correlations between all SF-
12 independent variables, and the socio-demographic, social support and health dependent 
variables to be included in regressions. Four linear regressions were then conducted for each 
sub-group of caregivers, to test direct associations between social support and general 
(aggregate), mental and physical self-reported health, as measured by the SF-12 aggregate 
health scale and its respective mental and physical health sub-components.  
In the first model for each sub-group of caregivers, the SF-12 general health and 
functioning aggregate score was regressed against the socio-demographic control variables 
and social support, to determine the relationship between social support and an indicator of 
overall mental and physical health. Three further regressions were then run for each sub-
group of caregivers to test the relationship between social support and the respective physical 












respective mental and physical health sub-components of the SF-12 aggregate health score, 
and regress each of these against social support. However, considering the methodological 
challenges related to the scoring of the SF-12 mental and physical health subscales, 
previously explained, two separate approaches were taken in order to achieve this.  
The first approach consisted of regressing the SF-12 mental health subscale and the 
SF-12 physical health subscale separately against the social support score (last four columns 
in regression tables) for each sub-group of caregivers, after controlling for socio-demographic 
variables. The second, alternative approach, aimed at isolating the physical health component 
of the SF-12 aggregate health score, consisted in regressing SF-12 aggregate health score 
against social support for each sub-group of caregivers, this time controlling for mental health 
by including the depression and anxiety categorical variables (second and third columns in 
regression tables). Differences in the effect size and significance of the social support 
variable between the two (model 1 and model 2) SF-12 aggregate score regressions – that is, 
before and after controlling for anxiety and depression - were observed. The results of these 
two approaches, aimed at observing associations between social support and separate mental 
and physical health components of the SF-12 tool, were then compared.  
Standardized coefficients (B), standard errors (SE(B)) and unstandardized coefficients 
(β) were reported for each independent variable, as well as significance levels. While the 
primary focus of these analyses was on the associations between social support and SF-12 
health outcomes, rather than the total variance explained by the models, the R-square, 
adjusted R-square, and F values were also reported for each linear regression as indicators of 
the amount of explained variance and model fit. It should also be noted that, although not 
reported in the tables, collinearity diagnostics were checked for each of the linear regressions; 












and 2 and Durbin-Watson statistics greater than 1 for all regressions, indicating the absence 












CHAPTER 6. QUANTITATIVE RESULTS AND DISCUSSION 
 
 
The previous chapter provided an overview of the objectives and methodology for the 
quantitative component of this research. This included a description of the quantitative 
analysis approach used to address the following (first three) general research questions of this 
study:  
1) Is living with HIV/AIDS a risk factor for anxiety and depression among 
caregivers of children, and how does this compare to living with other illness? 
2) Does social support have a main effect on caregiver depression and anxiety and/or 
buffer against the effects of HIV/AIDS- and other illness- related stressors on 
depression and anxiety? 
3) Is social support associated with better self-reported general health and 
functioning among HIV-positive, other ill and healthy caregivers respectively?  
 
Descriptive statistics and bivariate tests were used to present characteristics of the 
entire sample of caregivers, and sub-samples of interest for this analysis, as well as to identify 
significant differences in socio-demographic variables and key health outcomes across sub-
groups (i.e. between caregivers with HIV/AIDS, other illness and without a health condition). 
Multiple regression analyses were then conducted to investigate the relationship between 
social support and the (mental and physical) health outcomes of interest.  
This chapter describes and discusses the results of this quantitative analysis. The first 
section (6.1) describes the characteristics of the entire sample and sub-groups of interest, and 












of hierarchical logistic regression analyses investigating main and stress-buffering effects of 
social support on depression and anxiety for the entire sample of caregivers. The third section 
(6.3) presents results of linear multiple regression analyses conducted to assess whether 
social support was significantly associated with the physical and mental components of self-
reported general health and functioning, for sub-groups of HIV-positive, other ill and healthy 
caregivers. The last section (6.4) discusses these quantitative findings, in relation to the 
existing literature and research questions they aimed to address. 
 
6.1 Characteristics of the entire sample and key sub-groups 
 
6.1.1 Descriptive statistics for the entire sample 
 
 Table 6.1 contains selected descriptive statistics for the entire sample of caregivers. 
Almost the entire sample (99.8%) defined themselves as Black African, and isiZulu was the 
mother tongue of 96% of participants.  The large majority (89%) of caregivers in the sample 
were female. This is not surprising given that in the Southern African context care 
responsibilities for children fall primarily on women (Kuo & Operario, 2009). The mean 
caregiver age was 44 years, indicating the increasingly important role of older adults as 
caregivers in the context of HIV and young adult mortality (e.g. grandparents versus 
biological parents) (Freeman & Nkomo, 2006; Howard, et al., 2006). Descriptive variables 
also draw attention to the difficult socio-economic conditions of households in these 
communities. Only 18% of caregivers reported having completed high school. Approximately 












occasionally; 44% did not have access to running water in their dwelling or yard, and about 
half of participants (49%) did not have access to electricity. The data also highlight the 
presence of orphaned children in the large majority of households in these communities. The 
average number of children in the household was 3, and orphaned children were present in 
72% of households. The data also show high rates of mental and physical health conditions in 
this sample of caregivers. Twenty-eight per cent of caregivers were defined as HIV-positive, 
37% other ill and the remaining 35% as healthy. Just under 36% of caregivers were 
experiencing depression and 49% some level of (mild, moderate or severe) anxiety. 
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 n = 2473 for this variable, due to 4 missing values 
11
 n = 2461 for this variable, due to 16 missing values 
Table 6.1. Socio-demographic and health characteristics for the whole sample  
 
Variables Total sample  
(n = 2477) 
Socio-demographic variables  
Age (mean, SD)
10
 44.2 (13.9) 
Gender (% female) 88.8 
Higher education level (completed high school) (%)
11
 18.1 
Household size (mean, SD) 6.0 (2.8) 
Household members experience hunger at least occasionally (%) 40.4 
Access to running water on property (%) 56.0 
Access to electricity (%) 50.8 
Access to flush toilet (%) 41.3 
Higher socio-economic status (two highest quintiles) (%) 40.0 
Urban (%) 48.4 
  
Child and orphan presence in home   
Number of children in household (mean, SD) 3.1 (1.7) 
Orphaned children in household (%) 71.6 
  
Caregiver health outcomes  
HIV/AIDS (%) 27.7 
Other illness (%) 36.7 
Anxiety (%) 49.4 
Depression (%) 35.6 
SF-12 aggregate health score (mean, SD) 68.1 (19.8) 
SF-12 mental health score  (mean, SD) 65.5 (18.9) 
SF-12 physical health score (mean, SD) 
 
70.6 (24.8)   
Social support   












6.1.2 Descriptive statistics for sub-samples of HIV-positive, other ill and healthy 
caregivers 
 
 Table 6.2 contains descriptive statistics of socio-demographic and health variables for 
sub-samples of caregivers living with HIV/AIDS, caregivers living with other (non-HIV-
related) illness and caregivers who did not report a health condition. There were a number of 
significant differences across groups. For example, a much lower proportion of (HIV or 
other) ill caregivers had completed high school (p < .001) compared to healthy caregivers. 
HIV-positive caregivers had lower socio-economic status than both other ill and healthy 
caregivers; this is indicated by the difference in proportions of sub-groups that fell into the 
highest two socio-economic quintiles (p < .001), but also from reports of household members 
experiencing hunger and access to services (p < .001).  For example, approximately 56% of 
HIV-positive caregivers reported members of their household going hungry at least 
occasionally, compared to 37% of other ill caregivers and 31% of healthy caregivers. A larger 
proportion of HIV-positive caregivers were from the rural site (approximately 67%) whereas 
a larger proportion of caregivers with other illness were from the urban site (61%). Also, the 
percentage of households with one or more orphaned children was highest for HIV-positive 
caregivers (75%), followed by other ill caregivers’ households (72% versus 68% for healthy 
caregivers; p < .05). 
All mental and physical health indicators were worse for HIV-positive caregivers 
compared to other ill caregivers, while indicators for other ill caregivers were in turn worse 
than those for healthy caregivers; all differences across groups were significant at the .001 
level. For example, the proportion of HIV-positive caregivers experiencing anxiety (66%) 












considerably higher than the prevalence of anxiety among healthy caregivers (31%). Even 
more striking were the differences in depression rates among HIV-positive caregivers and the 
other two groups of caregivers: around 56% of HIV-positive caregivers were categorised as 
depressed, compared to 34% of other ill caregivers and approximately 22% of healthy 
caregivers. Not surprisingly, all SF-12 health scales’ scores were considerably higher for 
healthy caregivers than for caregivers living with HIV/AIDS or other illness (p < .001). There 
were no significant differences in the mean social support scores across the three groups.  
 
6.2 Main and stress-buffering effects of social support on mental health 
 
6.2.1 Bivariate associations for depression and anxiety  
 
Results of bivariate tests (chi-square and independent sample T-tests) between the 
independent variables and each of the categorical dependent variables (depression and 
anxiety), for the entire sample of caregivers, are illustrated in Table 6.3. In bivariate analysis, 
age (being younger), a higher level of education (having completed high school), higher 
socio-economic status, and being from the urban (versus rural) site were significantly 
associated with less anxiety and depression. The presence of one or more orphaned children 
in the household was associated with a lower likelihood of depression but a slightly higher 
likelihood of anxiety. Living with HIV/AIDS was also significantly associated with more 
anxiety and depression, though living with other illness was only significantly related to more 













Table 6.2. Differences in socio-demographic characteristics, social support and caregiver health variables for HIV-positive, other ill 
and healthy caregivers 
 
Variables HIV-positive   




(n = 882/ 35.6%) 
Chi-square  
value 




Socio-demographic variables       
Age (mean, SD) 42.3 (11.57) 51.2 38.5 (11.9)  236.31 <.001 
Completed high school (%) 10.3 12.2 30.2 136.34  <.001 
Household size (mean, SD) 6.0 (2.8) 6.2 (2.9) 5.9 (2.5)  4.20 <.05 
Household members experience hunger at 
least occasionally (%) 
56.4 37.2 31.2 109.23  <.001 
Access to running water on property (%) 40.8 67.0 56.5 108.03  <.001 
Access to electricity (%) 34.5 63.6 50.3 133.22  <.001 
Access to flush toilet (%) 50.9 52.8 40.8 109.00  <.001 
Higher socio-economic status (higher 2 
quintiles) (%) 
28.0 48.2 40.8 66.90  <.001 
Urban (%) 33.1 61.2 46.9 124.42  <.001 
Female (%) 88.8 90.8 86.7 7.32  <.05 
Child and orphan presence in home        
Number of children in household (mean, 
SD) 
3.2 (1.7) 3.0 (1.7) 3.1 (1.7)  2.95 ns 
Orphaned children in household (%) 75 72.2 68.1 8.80  <.05 
Caregiver health outcomes       
Anxiety (%) 66.0 54.4 31.4 198.71  <.001 
Depression (%) 56.1 34.0 21.5 202.03  <.001 
SF-12 aggregate health score (mean, SD) 59.3 (19.3) 62.4 (19) 80.8 (13.6)  374.36 <.001 
SF-12 mental health score (mean, SD) 58.8 (18.8) 62.3 (18) 74.0 (16.5)  165.96 <.001 
SF-12 physical health score (mean, SD) 59.7 (24) 62.4 (24.4) 87.6 (14.8)  435.77 <.001 
Social support       
Social support score (mean, SD) 3.53 (1.29) 3.65 (1.23) 3.6 (1.32)  1.7 ns 
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Table 6.3. Bivariate associations between anxiety and depression and independent socio-demographic and illness variables for the whole 
caregiver sample 
 
 Depression  
 
    Anxiety 
 
   
 CES-D  score M (SD) or % Chi-square 
or  t value 
p BAI score M (SD) or  % Chi-square 
or  t value 
P 
Socio-demographic variables          
     Age (mean, SD) score < 16 
score ≥ 16 
43.4 (13.9) 
45.6 (13.7) 
-7.97 <.01 score < 8 




     Completed high school (%) score < 16 
score ≥ 16 
77.1% 
22.9% 
38.74 <.001 score < 8 




     Higher socio-economic status (%) score < 16 
score ≥ 16 
72.6% 
27.4% 
48.43 <.001 score < 8 




Urban (%) score < 16 
score ≥ 16 
72.5% 
27.5% 
66.39 <.001 score < 8 




Number of children in household 
(mean, SD) 
score < 16 
score ≥ 16 
3.0 (1.7) 
3.2 (1.7) 
-3.38 <.01 score < 8 




Orphaned children in household 
(mean, SD) 
score < 16 
score ≥ 16 
62.6% 
37.4% 
8.33 <.01 score < 8 




         
Caregiver illness         
HIV/AIDS (%) score < 16 
score ≥ 16 
43.9% 
56.1% 
171.94 <.001 score < 8 




Other ill (%) score < 16 
score ≥ 16 
66.0% 
34.0% 
1.80 ns score < 8 




         
Social support          
Social support score (mean, SD) score < 16 
score ≥ 16 
3.7 (1.3) 
3.5 (1.3) 
3.45 <.01 score < 8 
















6.2.2 Results of hierarchical logistic regression analyses for depression  
 
Results of hierarchical logistic regressions with depression as the dependent variable 
are shown in table 6.4. Additional variables added to the regression in each model have been 
highlighted with bold text, for ease of reference.  
Model 1 shows that being older was significantly associated with higher odds of 
depression (p < .01), while higher socio-economic status (p < .05) and living in the urban 
(versus rural) site (p < .001) were associated with lower odds of depression. After controlling 
for socio-demographic variables, both HIV/AIDS and other illness were found to be 
significant stressors associated with depression. HIV/AIDS appeared to be a greater risk 
factor for depression than other illness, as the odds of caregivers with HIV falling into the 
‘depressed’ category were more than four times greater than the odds for healthy caregivers 
(OR = 4.13, p < .001), while the odds of caregivers with other illnesses experiencing 
depression were 1.75 times higher than the odds for healthy caregivers (OR = 1.75, p < .001).  
When the social support score variable was added to the regression (model 2), it was 
found to be significantly associated with a lower likelihood of depression, indicating a main 
effect of social support (OR = 0.92, p < .05). However, when the interaction variables were 
added to the model (model 3), the main effect of social support was no longer significant and 
a significant interaction effect for ‘Other Illness x Social Support’ was observed (OR = 0.79, 
p < .01). The direction of the association was consistent with the stress-buffering hypothesis, 
as being HIV-positive and having more social support was associated with a lower likelihood 
of depression. Since the interaction of HIV/AIDS and social support was not significant, and 












that the association between (more) social support and lower odds of depression was 
significant only for the sub-group of caregivers with chronic non-HIV-related illness.   
Odds ratios for each of the two relevant subgroups of caregivers (other ill and HIV-
positive) were then calculated, using the unstandardized (beta) coefficients for the main 
effects and interaction term generated by the SPSS regression output (indicated in model 3). 
Similarly, standard errors and confidence intervals were computed for each of the two 
recalculated coefficients
13
. These confirmed the significance of the social support-depression 
relationship for the subgroup of caregivers with other illness, but not with HIV-related illness 
(for the HIV/AIDS-ill subgroup: OR = 0.93, CIs = [1.05 – 0.82]; for the Other ill subgroup: 
OR = 0.83, CIs = [0.94-0.73]). 
The Nagelkerke R
2
 statistic increased from 0.14 for model 1 to 0.15 for models 2 and 
3, suggesting a slight increase in the amount of variance explained by the model once the 
social support indicator was added. This suggests a relationship of 15% between the 
predictors and the prediction
14
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 An odds ratio was calculated for each of the subgroups, by computing the exponential function (EXP) of the 
sum of the unstandardized coefficients for the main effect (social support score variable) and the relevant 
interaction variable, generated by SPSS. Standard errors were calculated for each of these subgroups by taking 
the square root of the following equation: variance social support variable + variance interaction variable + 2* 
covariance social support score and interaction variable. 
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 It is noted that the R
2
 coefficients in logistic regression should be interpreted with caution, as they are not 
analogous to the coefficient of determination R-square in linear regression; they represent attempts to 












6.2.3 Results of hierarchical logistic regression analyses for anxiety  
 
 Results of hierarchical logistic regressions with anxiety as the independent variable 
are shown in table 6.5. Model 1 shows that being older (p < .001) and female (p < .01) were 
significantly associated with higher odds of anxiety, while a higher education level (p < .001) 
and better socio-economic status (p < .05) were associated with lower odds of anxiety. After 
controlling for socio-demographic factors, both HIV/AIDS and other illness were found to be 
positively associated with more caregiver anxiety, though odds ratios show that HIV/AIDS 
was the stronger predictor (OR for HIV/AIDS= 3.52; p < .001; OR for other illness = 2.06; p 
< .01).  
A higher social support score (included in model 2) was found to be significantly 
associated with lower odds of anxiety, indicating a main effect of social support on anxiety 
(OR = 0.84; p < .001). However, neither of the illness x social support interaction terms 
(included in model 3) were significant, suggesting that social support was not moderating the 
effects of HIV- or other- illness related stress on anxiety for this sample of caregivers.  
The Nagelkerke R
2
 statistic increased from 0.15 in model 1 to 0.16 in model 2 to 0.17 
in model 3, suggesting a slight increase in the amount of variance explained in the model. 
















Table 6.4. Results of hierarchical logistic regression analyses predicting caregiver symptomatic depression (n = 2457) 
 
 Model 1  
 
 Model 2   
 
 Model 3 
 
 
 Wald OR (CI) Wald OR (CI) Wald OR (CI) 
Socio-demographic variables       
Age  10.85** 1.01** (1.01-1.02) 11.10** 1.01** (1.01-1.02) 11.23** 1.01** (1.01-1.02) 
Higher socio-economic status 6.23* 0.75* (0.60-0.94) 4.96* 0.78* (0.62-0.97) 5.35* 0.77* (0.61-0.96) 
Completed high school 0.58 0.88 (0.68-1.18) 0.25 0.93 (0.71-1.20) 0.44 0.91 (0.67-1.17) 
Urban 13.34*** 0.66*** (0.53-0.83) 13.24*** 0.66*** (0.53-0.83) 12.54*** 0.67*** (0.54-0.84) 
Gender (female) 2.01 1.20 (0.90-1.61) 1.19 1.18 (0.88-1.58) 1.20 1.18 (0.88-1.58) 
Number of children in household 1.44 1.04 (0.98-1.10) 2.09 1.04 (0.99-1.10) 2.11 1.04 (0.99-1.11) 
Orphaned children in household 0.97 1.11 (0.90-1.37) 0.83 1.10 (0.89-1.36) 0.80 1.10 (0.89-1.36) 
Stressors related to illness        
HIV/AIDS 149.17*** 4.13*** (3.29-5.18) 150.37*** 4.16*** (3.31-5.23) 150.75*** 4.18*** (3.32-5.25) 
Other illness        21.95*** 1.75*** (1.39-2.21) 22.61*** 1.77*** (1.40-2.23) 23.41*** 1.79*** (1.41-2.26) 
Social support       
Social support score   5.30* 0.92* (0.86-0.99) 0.46 1.04 (0.92-1.18) 
Interactions       
HIV/AIDS  x  Social support score     1.79 0.89 (0.75-1.06) 
Other illness x Social support score     7.49** 0.79** (0.67-0.94) 
       
Model statistics       
Nagelkerke R
2
  0.14  0.15  0.15 
Chi-square  271.11***  276.40***  283.98*** 
 












Table 6.5. Results of hierarchical logistic regression analyses predicting caregiver symptomatic anxiety  (n = 2457) 
 
 Model 1  Model 2  
 
 Model 3  
 Wald OR (CI) Wald OR (CI) Wald OR (CI) 
Socio-demographic variables       
Age  20.16*** 1.02*** (1.01-1.02) 20.85*** 1.02*** (1.01-1.02) 20.85*** 1.02*** (1.01-1.02) 
Higher socio-economic status 6.01* 0.77* (0.62-0.95) 3.31 0.82 (0.66-1.02) 3.33 0.82 (0.66-1.02) 
Completed high school 21.99*** 0.54*** (0.42-0.70) 16.52*** 0.58*** (0.45-0.75) 16.66*** 0.58*** (0.45-0.76) 
Urban 1.27 0.88 (0.72-1.09) 1.34 0.87 (0.71-1.09) 1.30 0.88 (0.71-1.09) 
Number of children in household 0.00 1.00 (0.95-1.06) 0.31 1.02 (0.96-1.08) 0.31 1.02 (0.96-1.08) 
Orphaned children in household 0.07 1.03 (0.84-1.25) 0.02 1.01 (0.83-1.24) 0.02 1.01 (0.83-1.24) 
Gender (female) 7.76** 1.48** (1.12-1.95) 6.20* 1.42* (1.09-1.89) 6.23* 1.43* (1.08-1.88) 
Stressors related to illness        
HIV/AIDS 126.20*** 3.52*** (2.83-4.39) 129.54*** 3.62*** (2.90-4.51) 128.70*** 3.60*** (2.89-4.50) 
Other illness 43.24*** 2.06*** (1.66-2.55) 45.99*** 2.12*** (1.71-2.63) 46.41*** 2.13*** (1.71-2.65) 
Social support       
Social support score   25.15*** 0.84*** (0.79-0.90) 7.13** 0.86** (0.77-0.96) 
Interactions       
HIV/AIDS  x  Social support score     0.00 1.00 (0.84-1.18) 
Other illness x Social support score     0.56 0.94 (0.81-1.10) 
       
Model statistics       
Nagelkerke R
2
  0.15  0.16  0.17 
Chi-square  297.49***  322.91***  323.57*** 
 












6.3 Associations between social support and general health and functioning for HIV-
positive, other ill and healthy caregivers 
 
6.3.1 Results for the HIV-positive caregiver sub-sample  
 
Results of Pearson correlations between all variables included in the linear regression 
for the sub-sample of HIV-positive caregivers are illustrated in Table 6.6. As could be 
expected, the SF-12 scales were significantly correlated with each other (for the association 
between the SF-12 mental health and physical health subscales r = 0.62, p < .001) and 
symptomatic anxiety and depression were also significantly correlated (r = 0.40, p < .001). 
However, although all associations between anxiety and depression respectively and the SF-
12 scales were significant at the .001 level, correlation coefficients were below 0.30, 
suggesting that the shared variance between these health indicators was low to moderate. Age 
(being younger) was significantly associated with better outcomes for all health indicators, 
except for depression. Living on the urban site was associated with less depression and 
having completed high school was associated with better SF-12 aggregate and physical health 
scores. As could be expected, some of the socio-demographic indicators were significantly 
correlated with each other although, with the exception of living on the urban site and higher 
socio-economic status (r = 0.49, p < .001), correlation coefficients were below 0.3. A higher 
number of children in the home was associated with better SF-12 health outcomes, lower 
caregiver age, lower socio-economic status, and living on the rural site. Caregivers who were 
female and/or living on the rural site were more likely to have orphaned children living in 
their household. Bivariate associations between the social support score and less anxiety (p < 












support score was also significantly associated with higher socio-economic status, living on 
the urban site, being male and having completed high school.  
Results of linear regressions with the SF-12 general health and functioning scores as 
dependent variables, for HIV-positive caregivers, are included in Table 6.7. Model 1 aimed to 
assess whether there was a positive significant relationship between more social support and 
better overall health and functioning, as measured by the SF-12 aggregate health scale. Model 
3 aimed to assess whether there was a positive significant relationship between more social 
support and better self-reported mental health, as measured by the SF-12 mental health 
subscale. Model 4 aimed to assess whether there was a positive significant relationship 
between more social support and better self-reported physical health, as measured by the SF-
12 physical health subscale. Model 2 also aimed to assess the relationship between more 
social support and better physical health, using an alternative approach: that is, by repeating 
the regression with the SF-12 aggregate score as the independent variable (as in model 1) and 
controlling for mental health (anxiety and depression) in order to isolate the physical health 
dimension of the SF-12 aggregate score. 
Model 1 shows how a more advanced age predicted worse general health (β = -0.27, p 
< .001) and a larger number of children in the household predicted better general health (β = 
0.08, p < .05), as measured by the SF-12 aggregate score, among HIV-positive caregivers 
(see model 1 in Table 6.7). Higher social support was not significantly associated with better 
general health. 
A higher age was the only significant socio-demographic predictor of (lower) self-
reported mental health (as measured by the SF-12 mental health subscale) among HIV-
positive caregivers (β = - 0.17, p < .001). A higher social support score was also a significant 












A lower age (β = -0.03, p < .001) and higher number of children in the household (β = 
0.09, p < .05) were the only significant predictors of better self-reported physical health (as 
measured by the SF-12 physical health subscale) among HIV-positive caregivers. Social 
support was not significantly associated with physical health. This result was reinforced by 
results of the SF-12 aggregate scale regression controlling for anxiety and depression (see 
SF-12 aggregate scale model 2 in Table 6.7).  
Overall, the results of multivariate linear regression analysis with the SF-12 scales for 
HIV-positive caregivers suggest that more social support was significantly associated with 
better self-reported mental health, but not with self-reported physical health or overall general 














* p <.05; ** p < .01; *** p < .001 
 
 
Table 6.6. Bivariate correlations for the HIV-positive caregiver sub-sample (n=685)   
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* p <.05; ** p < .01; *** p < .001 
Table 6.7.  Multivariate linear regression results for the SF-12 aggregate scale, mental health subscale and physical health subscale for the 
HIV-positive caregiver sub-sample (n=685) 
 
SF-12 aggregate scale  
model 1 
SF-12 aggregate scale  
model 2 (controlling for anxiety 
and depression) 
SF-12 mental health subscale SF-12 physical health subscale 
 Β SE (B) Beta (β) B SE (B) Beta (β) B SE (B) Beta (β) B SE (B) Beta (β) 
Socio-demographic variables             
Age  -0.45*** 0.06 -0.27*** -0.41*** 0.06 -0.24*** -0.27*** 0.06 -0.17*** -0.63*** 0.08 -0.30*** 
Gender (female) 0.58 2.29 0.01 0.99 2.19 0.02 1.39 2.28 -0.02 -0.24 2.83 0.00 
Higher socio-economic 
status 
1.72 1.86 0.04 1.64 1.77 0.04 2.42 1.85 0.06 1.00 2.29 0.02 
Completed high school 1.77 2.50 0.03 1.49 2.38 0.02 -0.48 2.49 -0.01 4.01 3.08 0.05 
Urban -2.30 1.80 -0.06 -2.66* 1.73 -0.07* -3.20 1.80 -0.08 -2.21 2.22 -0.03 
Number of children in 
household 
0.96* 0.47 0.08* 0.93* 0.44 0.08* 0.71 0.47 0.06 1.21* 0.58 0.09* 
One or more orphaned 
children in household 
-2.13 1.76 -0.05 -1.92 1.67 -0.04 -1.02 1.75 -0.02 -3.24 2.16 -0.06 
Social support             
Social support score 1.01 0.57 0.07 0.57 0.54 0.04 1.58** 0.56 0.12** 0.44 0.70 0.02 
Mental Health              
Anxiety    -6.45*** 1.58 -0.16***       
Depression    -7.68*** 1.50 -0.20***       
             
Model Statistics             
R square 0.09   0.18   0.05   0.11   
Adjusted R square 0.08   0.17   0.04   0.10   












6.3.2 Results for the other-ill caregiver sub-sample 
 
 Results of bivariate correlations between all variables included in the linear 
regression for the sub-sample of caregivers living with non-HIV-related illness are illustrated 
in Table 6.8. As was the case for HIV-positive caregivers, SF-12 health scores were highly 
correlated with each other, as were symptomatic anxiety and depression (r = 0.38, p < .001). 
Anxiety and depression were respectively correlated with all three SF-12 scales, although 
absolute values of correlation coefficients remained within a range of 0.19 – 0.32. Age was 
highly significant for all health outcomes, except for depression, though both higher socio-
economic status and living on the urban site were significantly associated with less 
depression. A higher education level (having completed high school) was associated with 
better health outcomes for all health scales. There were also positive, although quite weak, 
relationships between gender (being male) and better anxiety and SF-12 aggregate and 
physical health outcomes. As was the case for HIV-positive caregivers, the only strong 
relationship highlighted between socio-demographic variables was between higher socio-
economic status and living on the urban site (r = 0.55, p < .001). A higher number of children 
in the home was significantly correlated with a lower age, lower education level and lower 
socio-economic status, and living in the rural site, as well as a higher likelihood of 
depression. The presence of an orphaned child in the home was instead associated with being 
older, being female and having a lower level of education. A higher social support score was 
significantly correlated with less depression and less anxiety, better SF-12 aggregate health 
and mental health scores, a higher education, higher socio-economic status, a greater number 












Results of linear regressions with the SF-12 general health and functioning scores as 
independent variables, for caregivers living with a non-HIV-related illness, are included in 
Table 6.9. Age was significantly associated with all SF-12 health outcomes in this sub-
sample of caregivers experiencing non-HIV-related illness, and in particular for physical 
health (β = - 0.40 for the general health scale, - 0.25 for the mental health subscale and -0.44 
for the physical health subscale, p < .001 for all three health outcome dependent variables). 
Better socio-economic status was also significantly associated with higher scores for all SF-
12 scales (p < .05), while having completed high school predicted better self-reported general 
(p < .05) and physical (p < .01) health, although coefficients were smaller compared to those 
for caregiver age. Gender (being female) was associated only with worse SF-12 physical 
health scores, however, regression coefficients show that the contribution of gender to the 
variance was quite low (β = 0.07, p < .05). A higher number of children in the home was 
associated with worse outcomes for all SF-12 scales, although the presence of an orphan in 
the home was not significant. 
A higher social support score was significantly associated with higher scores for both 
the SF-12 aggregate health scale (p < .05) and the SF-12 mental health subscale (p < .01), but 
not for the SF-12 physical health subscale, for this sub-group of other ill caregivers. The 
absence of a significant relationship between social support and subjective physical health 
was reinforced by the results of the SF-12 aggregate scale model 2 regression in Table 6.9: 
after controlling for the mental health outcomes (anxiety and depression), the association 
between social support and the SF-12 aggregate scale score was no longer significant.  
In sum, as was the case for HIV-positive caregivers, the results of multivariate 
analysis with SF-12 scales for caregivers experiencing other (non HIV-related) illness 
suggest that more social support was significantly associated with better self-reported mental 
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Table 6.8. Bivariate correlations for the other-ill caregiver sub-sample (n=910) 
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*p <.05; ** p < .01; *** p < .001 
Table 6.9.   Multivariate linear regression results for the SF-12 aggregate health scale, SF-12 mental health subscale and SF-12 physical health 
subscale for caregivers living with non HIV-related illness  (n = 910) 
 
 SF-12 aggregate scale model 1 SF-12 aggregate scale model 2 
(controlling for anxiety and 
depression) 
SF-12 mental health subscale SF-12 physical health subscale 
 B SE (B) Beta (β) B SE (B) Beta (β) B SE (B) Beta (β) B SE (B) Beta (β) 
Socio-demographic variables             
Age  -0.53*** 0.04 -0.40*** -0.49*** 0.04 -0.37*** -0.31*** 0.04 -0.25*** -0.75*** 0.06 -0.44*** 
Gender (female) -3.03 2.02 -0.05 -2.47 1.94 -0.04 -0.51 2.03 -0.01 5.55* 2.53 0.07* 
Higher socio-economic 
status 
3.66* 1.42 0.10* 3.35* 1.37 0.09* 3.69* 1.43 0.10* 3.63* 1.79 0.07* 
Completed high school 4.34* 1.90 0.07* 3.11 1.84 0.05 2.01 1.91 0.04 6.66** 2.39 0.09** 
Urban 0.02 1.46 0.00 -1.29 1.41 -0.03 -1.18 1.46 -0.03 1.21 1.83 0.02 
Number of children in 
household 
-1.09** 0.38 -0.10** -0.94** 0.36 -0.08** -1.08** 0.38 -0.10** -1.09* 0.47 -0.08* 
Orphaned children in 
household 
1.80 1.38 0.04 2.11 1.32 0.05 1.85 1.39 0.05 1.75 1.73 0.03 
Social support             
Social support score 1.07* 0.48 0.07* 0.48 0.46 0.03 1.47** 0.48 0.10** 0.67 0.60 0.03 
Mental Health              
Anxiety    -5.93*** 1.23 -0.16***       
Depression    -7.06*** 1.28 -0.18***       
             
Model Statistics             
R square 0.18   0.25   0.08   0.22   
Adjusted R square 0.18   0.25   0.07   0.21   












6.3.3 Results for the healthy caregiver sub-sample 
 
Results of bivariate correlations between all variables included in the linear regression 
for the sub-sample of healthy caregivers are illustrated in Table 6.10. As for the other two 
sub-groups of caregivers, all three SF-12 scales were highly correlated, although the 
correlation coefficients for relationship between the SF-12 mental and physical health 
subscales were lower than the coefficients for (HIV or other) ill caregivers (r = 0.52, p < 
.001). Depression and anxiety were also significantly correlated with each other (r = 0.44, p < 
.001) and with the SF-12 scales (absolute values of correlation coefficients ranged from 0.22 
to 0.34). Age was significantly associated with worse health outcomes, while higher 
education and higher socio-economic status were associated with better health outcomes for 
all health variables, and living on the urban site with better outcomes for all health variables 
except for the SF-12 mental health scale. Similarly to results for the other two sub-groups, 
higher socio-economic status and living on the urban site were strongly related (r = 0.58, p < 
.001), though in this case the association between a higher socio-economic status and a higher 
education was also strong (r = 0.43, p < .001). A larger number of children in the home was 
significantly related to more depression, a lower socio-economic status and education level, 
living in the rural site and being female; the presence of orphaned children in the home was 
associated with living in the urban site and being female. A significant relationship was found 
between a higher social support score and better health for all health outcomes except 
depression; these relationships were clearly stronger than those between social support and 
the health variables for (HIV or other) ill caregivers (absolute values of coefficient sizes 
ranged from 0.14 to 0.25; p < .001). Higher social support was also significantly associated 
with a lower age, higher levels of socio-economic status and education, and more children in 












Results of linear regressions with the SF-12 general health and functioning scores as 
independent variables, for caregivers without a reported health condition, are included in 
Table 6.11. As was the case for the HIV-positive and other ill sub-samples of caregivers, a 
higher age was a significant predictor of worse scores on all SF-12 scales among healthy 
caregivers; this was especially the case for the SF-12 physical health subscale (see models 1, 
3 and 4; for the general health scale: β = -0.22, p < .001; for the mental health subscale:  β = -
0.11; p < .01; for the physical health subscale: β = -0.28, p < .001). Higher socio-economic 
status was also significantly associated with better health scores for all three SF-12 scales, 
though the significance levels and β coefficients were lower (p < .05). 
A higher social support score was a highly significant predictor of better scores on all 
three of the SF-12 health scales for this sub-sample of healthy caregivers (see models 1, 3 and 
4 in Table 6.11), although the relationship appeared to be stronger for mental health and 
aggregate (general) health than for physical health (for the general health scale: β = 0.21, p < 
.001; for the mental health subscale:  β = 0.21; p < .001; for the physical health subscale: β = 
0.15, p < .001). The physical health results were reinforced by the outcome of the SF-12 
aggregate scale regression which controlled for anxiety and depression (model 2 in Table 
6.11): both anxiety and depression were significant predictors of worse general (mental and 
physical) health, and the social support score remained significant in the model (p < .001), 
after controlling for these mental health outcomes. 
In sum, the results of multivariate linear regression analysis with the SF-12 scales for 
the sub-sample of caregivers categorized as ‘healthy’ (without a reported physical health 
condition), suggest that more social support was significantly associated both with better self-














* p <.05; **p < .01; *** p < .001 
Table 6.10. Bivariate correlations for the healthy caregiver sub-sample (n = 882) 
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* p <.05; ** p < .01; *** p < .001 
Table 6.11.  Multivariate linear regression results for the SF-12 aggregate scale, SF-12 mental health subscale and SF-12 physical health subscale for 
caregivers without a reported health condition (n = 882) 
 
 SF-12 aggregate scale  
model 1 
SF-12 aggregate scale  
model 2 (controlling for anxiety and 
depression) 
SF-12 mental health subscale  SF-12 physical health 
subscale 
 B SE (B) Beta (β) B SE (B) Beta (β) B SE (B) Beta (β) B SE (B) Beta (β) 
Socio-demographic variables             
Age  -0.25*** 0.04 -0.22*** -0.21*** 0.04 -0.18*** -0.15** 0.05 -0.11** -0.35*** 0.06 -0.28*** 
Gender (female) -0.57 1.30 -0.01 0.27 1.22 0.01 -0.14 1.62 -0.00 -1.00 2.53 -0.02 
Higher socio-economic status 2.88* 1.15 0.10* 1.48 1.09 0.05 3.07* 1.43 0.09* 2.69* 1.79 0.09* 
Completed high school -0.10 1.13 -0.00 -0.56 1.06 -0.02 -0.97 1.41 -0.03 0.78 2.39 0.02 
Urban 0.73 1.12 0.03 0.27 1.06 0.01 0.13 1.40 0.00 1.34 1.83 0.06 
Number of children in 
household 
0.31 0.30 0.04 0.40 0.28 0.05 0.31 0.37 0.03 0.32 0.47 0.04 
Orphaned children in 
household 
-0.97 0.99 -0.03 -0.97 0.93 -0.03 -1.50 1.23 -0.04 -0.44 1.73 -0.01 
Social support             
Social support score 2.15*** 0.35 0.21*** 2.08*** 0.33 0.20*** 2.59*** 0.43 0.21*** 1.71*** 0.60 0.15*** 
Mental Health              
Anxiety    -5.69*** 0.99 -0.19***       
Depression    -6.99*** 1.11 -0.21***       
             
Model Statistics             
R square 0.13   0.24   0.07   0.14   
Adjusted R square 0.12   0.23   0.07   0.14   












6.4 Discussion of quantitative findings 
 
6.4.1 Overall prevalence of mental health conditions 
 
The prevalence of mental health conditions in this sample of caregivers was 
considerably high, at 49% for anxiety and 36% for depression. While a comparison of exact 
rates found by other studies is not possible, due to different sample populations and 
instruments used
15
, it should be noted that the proportions of caregivers experiencing 
symptomatic anxiety and depression in our sample were considerably higher than the 
estimated national prevalence rates for South Africa (these are approximately 16% for 
lifetime anxiety disorders and just under 10% for major depressive disorder, and around 30% 
for any mental health disorder, including mood and substance use disorders) (Herman, et al., 
2009). Our findings are more in line with those of South African studies conducted with 
samples of HIV-positive or chronically ill adults and/or caregivers living in similar resource-
deprived HIV-endemic communities. For example, two studies carried out in South Africa 
with patients living with HIV found that between 33 and 35% of these patients were 
experiencing depression (Hughes, Jelsma, Maclean, Darder, & Tinise, 2004; Olley et al., 
2003), while a study with South African patients attending public health clinics for the 
treatment of other chronic illness (hypertension and diabetes), showed that nearly 40% were 
                                                          
15
 For example, Herman et al (2009) reported on the South African Stress and Health study that measured 
anxiety and depression using the Composite International Diagnostic Interview (CIDI). Kuo and Operario 
(2011) measured anxiety using the Kessler scale (K10) and depression using the CES-D (the same instrument 
used in this study). Olley et al (2003) used the MINI International Psychiatric Interview, while Kagee et al 












distressed and over 20% were experiencing moderate to severe depression (Kagee, 2008). A 
recent survey conducted with a similar population of caregivers in HIV-endemic KwaZulu-
Natal (Kuo & Operario, 2011) showed that around 60% of caregivers were experiencing 
anxiety and 30% depression.  
The descriptive data for this study’s sample suggest that the high rate of mental health 
conditions in this population may in part be explained by the effects of (HIV-related and 
other) illness. However, even for healthy caregivers, the prevalence of anxiety and depression 
is substantially greater than the national survey figures for the general population.  
 
6.4.2 Associations between HIV- and other illness- related stressors and depression 
and anxiety 
 
Consistent with a substantial body of existing empirical literature, findings of this 
analysis show that experiences of HIV/AIDS and other illness are significantly associated 
with greater odds of depression and anxiety among primary caregivers of children in these 
two HIV-endemic communities (Ciesla & Roberts, 2001; Folkman, et al., 1993; Rodin & 
Voshart, 1986; Sherr, et al., 2011; World Health Organisation, 2008). Our results also show 
that HIV/AIDS is a stronger predictor of depression and anxiety than other non-HIV related 
chronic illness. These findings highlight the particular risks of HIV/AIDS for mental health 
among this population of caregivers, which likely reflect both the physical health impact of 














6.4.3 Main and stress-buffering effects of social support on mental health 
 
The results of this analysis show that higher social support is directly associated with 
lower odds of anxiety for caregivers. These findings are consistent with previous empirical 
work showing predominantly main effects of social support on adult mental health (House, 
Umberson, et al., 1988). These results suggest that social support is a protective factor for 
anxiety for all caregivers in this community, whether or not facing HIV- or other-illness- 
related stressors.  
Results of this analysis also indicate that social support may be buffering against the 
negative effects of stressors resulting from other (non-HIV-related) illness on depression. It 
should be noted, however, that this does not appear to be the case for HIV/AIDS-related 
stressors. One possible explanation for this outcome, as argued by previous authors, is that 
protective resources such as social support may be insufficient to protect individuals caring 
for children from the particular effects of HIV, especially when living in difficult social 
conditions; in other words the impact of HIV-related stressors on mental health outcomes 
may simply be too large to observe the support impact (Mellins, et al., 2000). These 
hypotheses are, however, beyond the scope of this analysis and would need to be further 
















6.4.4 Associations between social support and general health and functioning for HIV-
positive, other ill and healthy caregivers 
 
Findings of multiple linear regressions exploring SF-12 general health and 
functioning scales confirm a significant relationship between more social support and better 
self-reported mental health, overall in line with findings of the logistic regressions for 
symptomatic anxiety and depression, reported above. Significant associations between higher 
social support scores and higher scores on the SF-12 mental health subscale were found for 
all three sub-groups of caregivers, that is: HIV-positive, other ill and healthy caregivers.  
   Findings were, however, less conclusive for the physical health dimension of the 
SF-12 tool. Results of linear regression analysis suggest that social support is positively 
associated with better self-reported physical health among the sub-sample of healthy 
caregivers, but not for caregivers living with HIV/AIDS or other illness. This may indicate 
that for caregivers already living with a health condition (whether or not HIV-related) and 
experiencing the physical effects of this condition, social support is not able to act as a 
positive health resource for general physical health, as it does in the absence of a health 
condition. Findings of this analysis therefore do not support research showing associations 
between more social support and better subjective physical health among HIV-positive 
individuals (Leserman, 2003; Pakenham, et al., 1994; Persson, et al., 1994). However, this 
may (in part) be explained by the limitations of the physical health measure used in this 
survey and the nature of this analysis. Studies investigating effects of support on (HIV and 
other) disease progression or physical health status among individuals with a health condition 
should ideally use biological indicators, control for factors such as years living with the 












to achieve through this analysis, given the available quantitative indicators and cross-
sectional study design. 
 
6.5 Synthesis of quantitative findings 
 
Results of the quantitative component of this study highlight the overall protective 
role of social support for health, particularly for mental health. Main effects were found for 
symptomatic anxiety, some evidence of stress-buffering effects of social support were found 
for depression, and positive associations were found between more social support and higher 
scores for the SF-12 self-reported mental health indicator, among sub-samples of HIV-
positive, other ill and healthy caregivers. A positive relationship between more social support 
and better self-reported physical health (as per the physical health dimensions of the SF-12 
tool) was, however, found only for the sub-sample of ‘healthy’ caregivers, and not for 
caregivers living with HIV/AIDS or other illness.  
Findings of the quantitative analysis contribute to addressing the ‘first order’ 
questions related to the existence and direction of associations between social support and 
health outcomes, and embodied in the general research questions 2 and 3 of this study (see 
Table 1.1). They cannot, however, provide us with further insight regarding the ‘second 
order’ questions of why and how social support is linked to better caregiver health (Sarason & 
Sarason, 2009; Uchino, et al., 2012), embodied in the fourth general research question 
guiding this work. These ‘second order’ questions will be addressed in the following two 
chapters (Chapters 7 and 8), which describe the methodology and findings of the qualitative 












CHAPTER 7: QUALITATIVE COMPONENT METHODOLOGY 
 
 
The previous chapter of this thesis (Chapter 6) presented findings of the quantitative 
analysis, from survey data with 2477 primary caregivers of children living in HIV-endemic 
communities in KwaZulu-Natal. Overall, the analysis showed a positive relationship between 
more social support and better mental health outcomes. It provided evidence of main effects 
for symptomatic anxiety and depression, and suggested some stress-buffering effects for 
symptomatic depression (for stressors related to other illness, but not HIV). A positive direct 
relationship was also found between social support and self-reported mental health for all 
caregivers, as measured by the SF-12 general health and functioning tool. The quantitative 
analysis also showed a direct positive association between social support and better self-
reported physical health (based on the SF-12 tool), though only for caregivers without a 
(HIV-related or other) health condition.  
This chapter describes the methodology of the qualitative component of this study, 
aimed at further qualifying and exploring the quantitative findings summarized above. It aims 
to address the fourth  general research question guiding this research, by exploring the 
perceived mediating processes that may be explaining observed effects of social support on 
caregiver health. The qualitative investigation consisted of in-depth semi-structured 
interviews with 24 HIV-positive and HIV-negative caregivers who had participated in the 
quantitative survey. The objectives and methodology of the qualitative component are 












collection and analysis. Findings of the qualitative analysis will be presented in the following 
chapter (Chapter 8). 
 
7.1 Objectives of the qualitative component 
 
The primary objective of the qualitative component of this research was to further 
explain associations between social support and caregiver health outcomes observed through 
the quantitative analysis, presented in previous chapters. Specifically, the qualitative work 
aimed to address the fourth general research question guiding this work (indicated in Chapter 
1), and related specific research questions:  
 
What are the perceived pathways and mediating processes explaining the relationship 
between social support and caregiver health?   
 What does the qualitative data tell us about caregivers’ experiences and key 
sources of anxiety and depression?  
 How do caregivers perceive social support to be affecting their psychological 
health?  
 How do caregivers perceive social support to be affecting their physical health?  
 Are there key differences in the experiences and perceptions of HIV-positive, 














The main purpose of the qualitative work was therefore to explore mediating 
processes and pathways through which social support was perceived to be affecting health 
among this sample of caregivers of children. With reference to the House et al theoretical 
framework presented above (House, Umberson, et al., 1988), this work therefore aimed to 
shed light on the potential biopsychosocial mediating variables explaining main or stress-
buffering effects, represented by Box D and the b/c and b/d pathways (see Figure 1.1 in 
Chapter 1). The identification of possible, potentially co-existing, explanations for observed 
associations between social support and (mental and physical) health outcomes investigated 
was intended to both contribute to existing theory and empirical work, and identify possible 
mediating variables to be explored in future quantitative work.  
Given the particular interest in HIV-positive caregivers, differences between 
perceptions of HIV-positive and HIV-negative (other ill or healthy) caregivers were to be 
identified through the analysis of qualitative data. Moreover, although the quantitative 
analysis of this thesis did not explore outcomes by gender (as almost 90% of caregivers in the 
sample were female), differences in experiences/perspectives between male and female 
caregivers emerging from the qualitative work were also identified.  Previous studies have 
shown gender differences relating to both support networks and various aspects of the social 
support – health relationship. For example, in some populations differences have been found 
between men and women regarding the type or size of their networks, the ways in which they 
seek or utilise support to deal with stress and distress and the extent of the protective nature 
of social support for their health (Schraedley, Gotlib, & Hayward, 1999; Tamres, Janicki, & 














7.2 Sampling and qualitative research design 
 
The qualitative component design and field research took place between July and 
December 2011. Given its objectives and links to the larger quantitative survey data, the 
qualitative study design and instrument were informed by the review of both theoretical and 
empirical literature on social support and health, presented in Chapters 2 and 3, and by 
findings of the preliminary analysis of the quantitative survey data (highlighting associations 
described in Chapter 6).  
A sample size of 20-25 individuals was decided on based on resource availability 
(particularly funding for the field research, transcription and translation
16
) and the number of 
caregiver sub-groups of interest. Participants were caregivers who had taken part in the 
quantitative survey in the urban site (Lamontville township). Sampling for this study was 
purposive or criterion based (J. Mason, 2002; Patton, 2002), based on specific characteristics 
of caregivers which were considered the most important to help explore the key questions and 
themes (Ritchie & Lewis, 2006). The key selection criteria were health status and gender. 
Stratified purposive sampling was conducted (Patton, 2002) in order to compare sub-groups 
with variation on these specific characteristics (Ritchie & Lewis, 2006). The primary criterion 
was HIV status, and the intention was to recruit an equal number of caregivers who were 
HIV-positive (10 – 12) and HIV-negative; among the HIV-negative caregivers, the intention 
was to recruit both healthy caregivers and caregivers with other illnesses. The aim was also to 
                                                          
16
 The qualitative component of this doctoral work was funded by a research grant awarded to the doctoral 
candidate by the Health Economics and HIV and AIDS Research Division (HEARD) at the University of 
KwaZulu-Natal. The analysis presented in this thesis is therefore part of a broader qualitative study, designed 












include both male and female caregivers in the sample. This would allow the analysis to 
identify possible differences in the experiences and perceptions of HIV-positive caregivers, 
versus other ill and healthy caregivers, and between male and female caregivers. Given the 
relatively small sample size and the number of sub-groups (2 for gender; 3 for illness status), 
there were not intended to be nested criteria for this analysis (i.e. differences were not 
explored by illness status for each gender separately); however, in order to ensure variation 
within gender groups, the same proportions of HIV-positive, other ill and healthy caregivers 
were recruited. 
The choice of HIV status as the main selection criterion was motivated by the specific 
interest in the protective effects of social support for the health of caregivers living with HIV. 
One of the aims of both the quantitative and qualitative analyses was to identify whether 
social support could be affecting the health of HIV-positive caregivers in different ways 
compared to other (ill and healthy) caregivers. As indicated above in the quantitative methods 
section, HIV-status was determined in the survey by the use of algorithms applied to the 
quantitative data set, taking into account self-report of HIV status and responses for the 
verbal autopsy (VA) tool. However, given the relatively small numbers needed for the 
qualitative study, HIV-positive participants for the qualitative component were selected from 
the list of participants who had self-reported their HIV status in the quantitative survey; in 
this way the identification of HIV status in the qualitative sampling would not be affected by 
the margin of error linked to the VA tool. As indicated in the description of the quantitative 
survey tools (in Chapter 5), caregiver ‘other illness’ status was determined in the survey 
through questions on illnesses and symptoms pertaining to the most common causes of adult 
illness in South Africa, as identified in the South African Demographic and Health Survey 












(Health Systems Trust, 2006); these included asthma, diabetes, arthritis, cancer, low or high 
blood pressure and epilepsy. 
Existing lists and information derived from the broader quantitative survey data 
allowed for refined purposive sampling, to identify the study group based on specific, and in 
some cases sensitive, information that would otherwise be difficult to obtain among this 
population (e.g. HIV status). Sampling was conducted by generating lists of survey 
participants with the specific set of characteristics for each desired sub-group for the 
qualitative study (e.g. HIV-positive and female; HIV-positive and male).  Individuals were 
then randomly chosen from each list and contacted telephonically to enquire about interest in 
participating and potentially set up an appointment for the consent process. Random selection 
continued until appointments were made with the desired minimum number of participants 
from each sub-group of interest. Where interviews could not be conducted (e.g. where 
participants cancelled appointments, were unwilling to participate or could not be found), 
additional names were then randomly chosen from the relevant lists.   
Despite the initial intention to interview an equal number of male and female 
participants, this proved challenging given the smaller number of male caregivers overall and 
in each sub-group, their lower willingness to participate, greater difficulty tracing them and 
more limited availability to be interviewed during the day. Taking this into account, and 
considering that females represent the large majority of caregivers in these communities, it 
was decided to work with a larger number of females in the qualitative sample (the final 
number was 16 females, versus 8 males). Considering the gendered nature of caregiving in 













The final sample consisted of 24 caregivers of children with the following 
characteristics (as illustrated in the table below): 16 female and 8 male; 12 HIV-positive, 12 
HIV-negative, of which 6 healthy and 6 other ill. Male and female participants were 
distributed evenly across the three illness categories. Each participant was assigned an 
identification number, ranging from F1-F16 for female participants and M1-M8 for male 
participants. 
 
Table 7.1.  Characteristics of the final qualitative study sample 
 










































7.3 Instrument design 
 
The qualitative research tool, the interview topic guide, is included in Appendix 8. It 
is important to note that, as for the quantitative survey, this tool was designed by the doctoral 
candidate for a broader qualitative study, linked to the KwaZulu-Natal Young Carers 
quantitative survey, and funded by the Health Economics and HIV/AIDS Research Division 
at the University of KwaZulu-Natal. It therefore includes questions aimed at collecting 
additional data beyond the focus of this doctoral research. The questions specific to the aims 
of this doctoral research have been highlighted in bold in the attached questionnaire. 
The qualitative instrument was designed as a topic guide for face-to-face in-depth 
semi-structured interviews. As such, broad questions were included to cover key topics to be 
addressed during the interview. Its application was intended, however, to be flexible enough 
to permit topics to be covered in a different order if appropriate, in order to maintain the 
logical flow of the conversation (e.g. where the issue already came up spontaneously and was 
being discussed by the respondent) (Ritchie & Lewis, 2006). The interview was also intended 
to be interactive, with themes probed and explored through follow-up questions, based on 
participants’ responses, in order to obtain a better understanding of their meaning and  
resemble an everyday conversation as much as possible (Ritchie & Lewis, 2006). For the core 
questions, key themes around which to construct follow-on questions were indicated under 
specific broad questions in point form on the topic guide as a reminder to the interviewers. 
The intention was also to allow for some discussion of unforeseen emergent topics that could 
be relevant to the purpose of the investigation. 
The first English version of the interview guide was discussed during a group session 












research for the qualitative component of the study, in order to ensure their understanding of 
the intentions and meaning of the questions. The tool was subsequently translated by the 
research assistants during a group session, and later back-translated by a bilingual Masters 
level student with good knowledge of both spoken and written English and isiZulu. The 
instrument was then piloted in isiZulu with the research team and bilingual colleagues from 
the research division (HEARD) during the training sessions. While there did not appear to be 
major challenges with any of the broad questions asked, it emerged that the wording of 
several questions should be slightly modified to more effectively convey the intended 
meaning. It also became clear that it was important to include multiple generic introductory 
questions on the respondent’s key support providers and types of support received, in order to 
contextualise the subsequent questions on the relationship between support and health, and 
allow the respondents to better respond by relating questions to their own experiences of 
support, as opposed to abstract notions or constructs which participants would have difficulty 
relating to. The topic guide was refined accordingly, based on this feedback. 
As illustrated by the qualitative tool, the interviews were to commence with simple 
socio-demographic questions aimed at putting the participant at ease, including the number of 
children cared for and how long the carer had been living in the area. Questions on key 
sources of support and types of support received by the respondents were not essential for the 
research questions to be answered by the qualitative component (they had been explored 
quantitatively through the survey), but were included to contextualise and facilitate responses 
to the subsequent questions on the relationship between social support and health outcomes. 
These questions were followed by the core part of the interview, containing questions on how 
social support was perceived to affect (mental and physical) health; these were included early 
in the interview in order to ensure that respondents would be relatively fresh when addressing 












from the survey (e.g. on sources of support and access to social support), which were beyond 
the scope of this doctoral research. Finally, the interview closed with questions on 
recommendations for future interventions as well as an opportunity to express any issues of 
importance to the respondent that hadn’t been covered. The interviewee was then thanked and 
given the opportunity to ask further questions about the study or interview. The intention of 
the last part of the interview was also to wind down the conversation, that is, to allow the 
respondent to return to ‘the level of everyday social interaction’ and move away from strong 
feelings that may have emerged during the more sensitive parts of the interview (Ritchie & 
Lewis, 2006, pg 146).  
 
7.4 Training and field research 
 
The two research assistants (RAs) who conducted interviews for the qualitative study 
were selected from the larger group of research assistants who had worked on the quantitative 
component. This selection was based on their previous experience with qualitative research 
and the quality of their participant interaction during the quantitative survey. These RAs had 
previously received training for the quantitative work on research methods and ethics more 
generally, from the doctoral candidate and broader research team. They were provided with 
additional specific training for the qualitative work by the doctoral candidate, conducted over 
two days; this training included principles and approaches to qualitative interviewing and 
familiarisation with the aims and instrument for this particular study. Group sessions and 
role-play served to allow the RAs to practice simultaneous translation and provide each other 












The qualitative field research consisted of one semi-structured in-depth interview 
(Burgess, 1982) with each of the 24 caregivers. Each participant was contacted telephonically 
and arrangements were made to visit him/her at his/her home and explain the consent 
process. As was the case for the quantitative survey, isiZulu consent forms were prepared (an 
English version is attached in Appendix 7), read and discussed with each participant by the 
bilingual field research assistants, to ensure participants’ understanding of the content and 
allow for questions. Where verbal and written consent was provided, the interviewer would 
enquire whether he/she could proceed with the interview or make an appointment to return 
and conduct the interview. Prior to commencing the consent process and the interviews, the 
doctoral candidate and RAs spent some time in participants’ homes making general 
conversation to put the participant at ease, then introducing themselves and the project. 
The duration of the interviews was approximately 1 to 1 ½ hours. Each interview was 
conducted by the doctoral candidate and one of the isiZulu field research assistants in the 
local language (isiZulu). Simultaneous isiZulu-English translation was carried out during the 
interview, in order to allow the doctoral candidate to participate directly in the conversation 
and probe where appropriate. While this approach had the disadvantage of lengthening the 
interviews and interrupting the conversation flow to some extent, it had the advantage of 
allowing for more flexible and in-depth exploration of the key themes, given the doctoral 
candidate’s familiarity with the existing empirical and theoretical work in this area and the 
preliminary quantitative findings. It should also be noted that the doctoral candidate had been 
conducting qualitative research with caregivers in urban and rural communities in KwaZulu-
Natal since 2006, using similar approaches (see for example: Casale, 2011; Casale, Drimie, 













Given the smaller, more manageable nature of the qualitative field research (in 
relation to the quantitative survey field research), this field research did not present 
significant challenges. The team experienced some difficulty only in tracing respondents 
from the survey lists and identifying the homes, especially where contact details or addresses 
had changed. In the case of several unsuccessful attempts to contact individuals, further 
potential participants were randomly chosen from relevant lists.  
 
7.5 Ethical approval and considerations related to the qualitative research 
 
Ethics approval for the qualitative component of this research was obtained from the 
University of KwaZulu-Natal, as part of the larger study funded by HEARD, and from the 
University of Cape Town (see Appendix 9 for ethics approval letters for the qualitative 
research). Many of the key ethical issues relevant to the qualitative research, and measures 
taken to address them, were similar to those relevant to the quantitative research, which have 
been previously discussed. These include measures to protect autonomy, measures to 
minimize potential harm or stress and measures to protect confidentiality.  
Since the qualitative component of the study was carried out in one of the urban 
Wards in which the survey research had been conducted (Lamontville, Ward 74), a referral 
system with the area’s social services had already been set up, and the doctoral candidate had 
already-established relationships with the Councillor and other key local stakeholders. As a 
result, obtaining consent from gatekeepers to conduct the qualitative interviews did not 











interviews had previously worked on the quantitative survey; they had therefore undergone 
research ethics training and were familiar with the existing referral system. 
As was the case for the quantitative study, written informed consent was obtained 
from each caregiver participant, after reading the consent form aloud in the caregivers’
mother language, isiZulu, and allowing time for questions and discussion (see Appendix 7 for
the English version of the consent form for the qualitative study). Caregivers participating in 
the qualitative interviews did not receive incentives; they were, however, offered juice and
biscuits during the interview, as a small token of appreciation for their time and for allowing
the researchers into their home once again.   
Similar measures to those for the quantitative survey were also employed to ensure
the confidentiality of participants’ identities and interview data. Staff translating and
transcribing interviews signed confidentiality agreements. Electronic data was stored on 
password-protected computers or back-up drives, and paper data was stored in locked
cabinets. Completed surveys were then transferred for storage to a secure archive at the 
HEARD offices at the University of KwaZulu-Natal’s Westville campus; availability of this 
data was limited to the doctoral candidate. Lastly, in reporting the findings of the qualitative
analysis, all participant identifying data were omitted; caregivers were attributed numbers or
pseudonyms, or simply referred to in a generic manner, e.g. as a ‘female caregiver’. 
7.6 Data transcription and analysis 
Interviews were transcribed and translated into English by three bilingual research 












HEARD at the University of KwaZulu-Natal. Quality control of translations and 
transcriptions for each interview conducted was subsequently carried out by a bilingual 
Masters-level student, who had a good command of both spoken and written English and 
isiZulu and previous transcription and translation experience.    
The data was analysed by the doctoral candidate, in consultation with the RAs who 
had participated in the interviews. The doctoral candidate’s direct involvement in all 
interviews facilitated her familiarisation with the data. The main analytical approach 
employed was thematic analysis; themes were identified from the transcript content and 
attention was paid to the way the themes were treated and presented and the frequency of 
their occurrence (Berelson, 1952; Ritchie & Lewis, 2006). These themes were later linked to 
sub-group criteria variables, specifically gender and illness status.  
Thematic analysis of the data was conducted through a multi-staged process, 
incorporating aspects of framework approaches and aspects of inductive approaches (Corbin 
& Strauss, 1990; Miles & Huberman, 1984; Neuman, 2006; Ritchie & Spencer, 1994). Nvivo 
software was used to support the coding and management of the data. Data reduction was 
carried out with the help of an analytical or ‘coding’ framework to break the text down into 
meaningful and manageable segments (Lee & Fielding, 1996; Miles & Huberman, 1984). An 
initial analytical framework was developed based on the theoretical interests and topic guide 
questions; this was, however, iteratively refined taking into account relevant and recurrent 
issues emerging from the text (Attride-Stirling, 2001). The transcript content was indexed 
electronically using Nvivo software. An inclusive approach was adopted in terms of indexing 
the data, at the expense of some repetition; that is, where the same text segments were 
deemed relevant to more than one theme or subtheme, they were ‘multi-indexed’ or indexed 












The thematic framework was refined multiple times to add, collapse or subdivide 
categories in order to create a hierarchy of themes. This process included both grouping 
initial themes into broader ‘higher order’ categories, representing larger, shared issues, as 
well as subdividing key themes of interest for the analysis into sub-codes or –themes. For 
example, text relating to explanations for effects of social support on physical health or 
mental health was subdivided based on the types of mechanisms identified.  
At the first stages of the data analysis, emerging themes were described in terms close 
to the language used by respondents to allow the process to be grounded in the data (Ritchie 
& Lewis, 2006). The intention was to avoid imposing a preconceived structure upfront, so as 
to allow themes to be later related to the existing theory, and for new unforeseen pathways to 
potentially emerge. This was considered important to allow for some level of theoretical 
generalization and potentially contribute to existing theory on mediating processes of social 
support. The doctoral candidate then re-read through the themes, in order to extract common 
or significant ideas relevant to the theory and explore underlying patterns (Attride-Stirling, 
2001; Ritchie & Lewis, 2006). More abstract classifications were thus made, based on 
research questions and concepts from the existing theoretical literature underlying these 
(Attride-Stirling, 2001), and themes were re-categorised based on these. The final thematic 
framework is illustrated in Table 7.2. 
The final step in the analysis was to create explanatory accounts (Ritchie & Lewis, 
2006) through associative analysis, in order to address the key research questions and allow 
for theoretical deduction. As indicated above, the main objective of the qualitative component 
was to identify and explore explanations or potential pathways for the effects of social 
support on health. In this study, explanations were built mainly on explicit reasons given by 












considered; this was achieved by searching for underlying logic in responses given, using 
common sense, comparing findings with those in other studies and relating findings to the 
theoretical framework (Ritchie & Lewis, 2006).  
As previously indicated, the House et al (1988) theoretical framework constituted the 
overarching theoretical framework to which findings could be related. These included 
recurrent (dominant and less dominant) themes identified in the data, but also the silences. 
For example, this framework was useful in identifying processes or mediating variables not 
supported by the data or for which the data provided less insight. Patterns and differences 
relating to these categories across key sub-groups within the study population were also 
explored and recorded where relevant, that is, whether and how particular views or 
experiences were associated differently with particular sub-groups, and possible reasons for 
this. Where specific themes were taken up entirely or predominantly by one particular sub-
group of caregivers (e.g. male versus female, HIV-positive versus HIV-negative) this was 
highlighted in the analysis
17
; similarly, if there were clear differences in the perspectives and 
experiences of different sub-groups of caregivers in relation to a particular theme, these 
differences were indicated.  
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 Given the nature of this qualitative explanatory research and the differences in sub-group sizes (specifically 
for the male versus female sub-groups) a cautious approach was adopted to highlighting differences across 
groups. Differences in the frequency of themes raised or number of participants who raised a particular theme 
were not in themselves considered sufficient to highlight differences across groups. These were only identified 
when a particular theme was highlighted entirely/almost entirely and repeatedly by one sub-group (i.e. when it 
was clearly dominant among one sub-group but not the other) and/or taken up differently across sub-groups (for 





















Caregiver experiences of anxiety 
 
Caregiver experiences of depression 
 
SUPPORT CONTEXT Types of support important for health 
 
Sources of support 
 
IMPORTANCE OF 
SOCIAL SUPPORT FOR 
CAREGIVER HEALTH 
Negative effects of support seeking on mental health 
 
Positive effects of social support on m ntal health  
 Direct positive effects, through communication and social 
interaction 
 Indirect effects by reducing stress/stressors 
 Indirect effects through mediating processes 
o Psychological resilience factors: hope, optimism, self-
esteem, self-efficacy 
o Coping processes: distraction, rumination and more 
active problem-solving 
  
Positive effects of social support on physical health  
 Positive effect on physical health through better mental 
health 
 Positive effect on physical health through more positive 
health behaviour 
 
Importance of social support beyond coping with stressors 
 Comfort and greater psychological resilience through regular 
interaction  
 Positive influence on social and health behaviour  
 Maintaining relationships to secure support for difficult times  
 Comfort in the knowledge that support would be available 
 Personal development and knowledge gain through support 
 












CHAPTER 8: QUALITATIVE RESULTS AND DISCUSSION 
 
 
 The previous chapter (Chapter 7) described the design, data collection and analysis 
for the qualitative component of this research, consisting of in-depth semi-structured 
interviews with 24 primary caregivers of children who had participated in the quantitative 
survey. This chapter presents the results and discussion of the qualitative data analysis. As 
previously explained, the purpose of this qualitative analysis was to provide further insight on 
the quantitative findings, that showed social support to be a protective resource for health, 
and in particular for mental health. The qualitative analysis aimed to explore perceived 
mediating processes explaining the relationship between social support and caregiver (mental 
and physical) health. Moreover, it intended to highlight differences in experiences and 
perspectives between sub-groups of caregivers based on illness status (HIV-positive, other ill 
and healthy) and gender. As such, this analysis aimed to address the fourth general research 
question, and related specific research questions, guiding this study, listed in Chapter 7.  
First, to provide some background for the main findings on pathways explaining the 
support-health relationship, this chapter will present findings on caregivers’ support context. 
This includes a brief summary of the main stressors or sources of anxiety and depression 
identified by participants, and the types of support participants considered to be most 
important for their health. It will then go on to present key themes emerging from 
participants’ explanations of how they perceived social support to affect their mental and 
physical health, with particular attention afforded to the importance of social support for 
caregivers living with HIV. Moreover, although the qualitative data is not able to effectively 












chapter will explore these themes to some extent, by highlighting caregivers’ perceptions of 
why social support is important for their health more generally, even when they are not 
coping with specific stressors or stressful situations. Where themes were taken up entirely or 
predominantly by specific sub-groups of caregivers (e.g. males versus females; HIV-positive 
caregivers versus other caregivers) this will be highlighted, as will emerging differences in 
perspectives and experiences across groups. Finally, the implications of these qualitative 
findings will be discussed, in relation to the broader literature and theoretical framework. 
 
8.1 Caregivers’ experiences of anxiety and depression 
 
As indicated by the qualitative interview topic guide (included in Appendix 8), 
caregivers were asked whether they ever felt anxious or depressed. All caregivers reported 
some experience of anxiety, and the large majority (all but two) caregivers interviewed 
reported experiencing depression. While interviewers referred to specific symptoms to clearly 
distinguish between depression and anxiety (e.g. “feeling sad” versus “feeling worried”), 
interview data suggest that constructs of anxiety and depression were perceived to be closely 
related for many caregivers, and sometimes used interchangeably. Moreover, reported 
reasons for caregivers experiencing anxiety overlapped to a large extent with those for 
depression. 
The most common sources of anxiety identified were concerns related to caregiving 
and the behaviour or wellbeing of children cared for; this was the case for all groups of (ill 
and healthy, male and female) caregivers. Stressors included children’s “bad” behaviour 












of respect for traditions; not helping in the home; and disrespecting the caregiver. However, 
caregivers also reported worrying about not being able to meet the children’s basic needs, 
especially food and school fees, and about what would happen to the children when they 
passed away. A few caregivers also spoke about their concern for (older) children who had 
left the home and were involved in difficult and/or abusive marriages.   
Other sources of anxiety for caregivers included having to live with and manage one’s 
own illness (in the case of caregivers who had HIV or another health condition), caring for an 
elderly parent, having experienced the illness or death of loved ones, and being discriminated 
against by other community members (this was, for example, the case of a female caregiver 
with Albinism). More general financial difficulties were also mentioned by multiple 
respondents as a key source of anxiety, for example: being unemployed, not having adequate 
shelter or means to meet the family’s needs, and not being able to pay the bills. One caregiver 
reported the lack of support from family and a sense of abandonment as the main stressor she 
experienced.  
The quotes below illustrate some of the sources of anxiety highlighted above. 
 I am just worried about life, thinking about my children and school fees and to buy 
them clothes for Christmas, and bills that come at the end of the month on debts from stores, 
and water and electricity bills - it’s things like that that worry me (healthy male caregiver, 
M1). 
 There is only one thing that makes me worried. My illness doesn’t worry me, but what 
makes me worry is that I have two daughters who are married. The eldest daughter is happy 
in her marriage but the other daughter is not happy. Her husband is very abusive, he ill-
treats my daughter but my daughter loves him. In my heart, I always say I prefer my daughter 












positive female caregiver, F6). 
 As a sick person I think about what might happen to my children if I can die, that is 
what worrying me (HIV-positive female caregiver, F9). 
Many of the reasons given for depression mirrored those given for anxiety. The most 
frequently indicated source of depression was children’s disobedience and/or bad behaviour; 
for example: children dropping out of school or falling pregnant, or children not helping 
enough in the household. Other sources included: thoughts of one’s own illness and death; 
the illness of someone close; not being able to meet the household’s basic needs and having 
to ask for assistance to do so; and not being trusted in the community. Work-related 
difficulties were also identified as a reason for depression by several (male and female) 
caregivers; this included not being able to find a job or being turned down when applying for 
work, or experiencing difficulties at work. One female caregiver reported often feeling 
depressed because she had previously lost everything she owned to a fire. 
I feel very sad because there are a lot of things I don’t have. As I said, I don’t even 
have soap. I feel affected because I assume that maybe I have become a menace to these 
people who help me… You know as we are in this house, I used to live in a proper house just 
like everyone else. But my house was burnt down by the fire in 2003. And in 2004 I lost my 
daughter and she was employed (female caregiver living with non-HIV-related illness, F15). 
 
8.2 Types of support important for caregiver health 
 
As indicated in Chapter 2, the main types of social support documented in the 












material items or other forms of practical assistance), informational support (e.g. advice) and 
appraisal support (e.g. constructive feedback) (Heaney & Israel, 1997). Consistent with 
survey findings, there was overall consensus among respondents that social support positively 
affected their mental and physical health. Respondents reported receiving both emotional and 
instrumental support from significant others and family members, such as sisters and 
children, but also from friends and neighbours, church members and support groups. The 
large majority of respondents concurred that both emotional and instrumental support were 
important to them. Even when asked specifically about the relative importance of different 
types of support such as advice, encouragement, care and tangible help for their health, the 
dominant response was that these were all ‘equal’ and necessary. There were, however, a few 
isolated cases of respondents feeling that one type of support was more important than the 
others. For example, one caregiver felt that practical advice was the most useful type of 
support and a few other caregivers suggested emotional support was the most important. 
However, none of the respondents identified instrumental support in the form of material 
items (e.g. food or money) or practical assistance with chores as the most valuable type of 
assistance for them. This is noteworthy given the difficult socio-economic conditions 
experienced by many of the caregivers interviewed, and speaks to the value attributed to 
emotional support, such as advice, comfort and encouragement, in this community. 
 More specifically, HIV-positive and HIV-negative respondents agreed that both 
instrumental and emotional support were crucial in helping HIV-positive caregivers feel less 
anxious or depressed regarding their condition. Providing home-based care for a person with 
HIV-related illness was considered particularly important, especially during the advanced 
stage of the disease. However, respondents argued that the combination of various types of 
support for individuals living with HIV/AIDS was critical. For example, there was overall 












on the mental and physical health of HIV-positive individuals in the absence of emotional 
and appraisal support such as love, care, empathy and encouragement. As explained by an 
HIV-positive female caregiver:  
 If you give them [HIV-positive individuals] hope, you have done everything, hope for 
them means “I will survive”. It is very important because I can give you money, you 
can do whatever but if you tell yourself that “I will survive”, you will survive ... 
because when you are taking that pill, you are taking it because “I want to get 
well.”(F2)  
 
8.3 Positive relationship between more social support and better mental health 
 
All caregivers perceived social support to have a positive effect on their mental health. 
No experiences or perceptions of negative effects of support were reported. Themes emerging 
from the data suggested three pathways through which social support could be positively 
influencing mental health among caregivers: 1) a direct positive effect of (emotional) social 
support on mental health; 2) an indirect positive effect of social support on mental health 
mediated by psychological resilience variables and coping processes; 3) an indirect positive 
effect of social support on mental health, as a result of social support reducing or eliminating 
the stressors causing anxiety or depression.  
With regard to the indirect or mediated pathway (point 2 above), the main 
psychological mediating variables identified were hope, self-esteem and self-efficacy. The 
data also suggested that social support was leading to more adaptive coping, by encouraging 












less maladaptive coping in the form of rumination, by preventing caregivers from thinking 
negatively and repeatedly about their mood and its causes.  
These pathways and mediating factors are described in more detail below.  
 
8.3.1 Direct relationship between more social support and better mental health  
 
One of the dominant themes that emerged to explain the beneficial effects of social 
support on mental health was that of emotional ‘relief’ or a sense of emotional freedom, that 
followed on from sharing problems through dialogue with others, and subsequently receiving 
practical advice, comfort and reassurance. An idea frequently expressed was the feeling of 
emotional ‘release’ or unburdening that caregivers experienced after having spoken to 
someone about their concerns causing anxiety, and after having received advice and comfort. 
In some cases it was suggested that respondents could stop thinking and/or worrying about 
the problems once shared. This suggested a lessening of the emotional stress and anxiety 
‘weighing down’ the caregiver.  Where specific mediating factors were not indicated by 
caregivers (e.g. a conversation causing more optimism or hope), these explanations suggested 
a direct positive effect of social interaction and support on mental health.  
The feeling of emotional release or unburdening was a theme taken up by both males 
and females, but mainly by female caregivers. For example, a healthy female caregiver told 
of how having someone listen to her problems and provide encouragement helped her feel 
less sad:  
 It is to be encouraged and not to keep things inside. That makes you feel better and all 












feel like that, I go to someone that I can speak to, because you can become thin 
[suggesting loss of appetite due to stress] if you can live my life. (F14) 
Another healthy female respondent suggested that help received from her daughter 
and colleagues made her feel less anxious by allowing her to “release” this anxiety through 
talking about it and crying; afterwards she would stop constantly thinking about what was 
bothering her: “this is no longer on my mind”. The same respondent recounted that when she 
was depressed, both releasing this sadness by talking about it, and receiving advice, helped 
her feel less sad. She explained: “I have to talk about if I want it to pass”. Another (healthy) 
female caregiver spoke about being “calmer” and “free in the heart” when receiving support. 
Other respondents also described a perceived sense of emotional ‘freedom’ or feeling ‘free 
inside’, suggesting calm or lack of emotional burden, derived from being supported:  
 Things have never been easy in life, but the main thing is to feel free emotionally or to 
be free emotionally, so when I get advice or support, that helps me - because things 
will never be easy, because every month there’ll always be something that you are 
lacking. (Male caregiver with other (non-HIV-related) illness, M5). 
 The following excerpt from an interview with a healthy female caregiver suggests a 
perception of her sharing a burden with others when discussing her concerns, as if a weight is 
lifted off her shoulders and whatever was worrying or upsetting her will no longer consume 
her (“It won’t eat you up alone”). This caregiver explained how, when anxious or worried 
about something, she would seek support from her husband and sister:  
 I feel relieved – even if it would’ve worried me a lot, and it would have been a burden 
on my shoulders, but I feel relieved after telling one of them. (F5) 
The suggestion that the emotional burden of one’s troubles may be shared with other 












strong social dimension of coping in this community.  
Several respondents also spoke of feeling calmer after obtaining practical advice in 
relation to specific stressors. This comfort could derive from the caregiver being reassured 
that he/she was not alone in experiencing particular problems. For example, an HIV-positive 
female caregiver explained how the practical advice and care received from her sisters, when 
they visited, helped her feel less anxious:  
 Because when I tell her [my sister] about the children’s treatment towards me she will 
tell me “you know, children are like that. What you should do is that you should get a 
grown up child to accompany you to the clinic,” so that then I can feel better. After 
she has given me such advice I feel less anxious. (F8) 
 Lastly, a few respondents spoke about the comfort and peace of mind provided by the 
very knowledge that there was someone supporting them and/or that would be available to 
provide support should this be needed. This speaks to the importance of perceived support, 
regardless of whether needed or accessed. One HIV-positive female caregiver, for example, 
explained that, thanks to a supportive neighbour, she never felt anxious: “It is because the 
support is much closer to me and it is there for me all the time.” Similarly, another (healthy) 
female respondent explained: “I feel better when there’s someone who’s able to help when I 
need something.” In the same way, a male caregiver with a non-HIV-related health condition 
also spoke about feeling happier because of the knowledge that there would be people in his 
family or neighbourhood available to offer him support should he need it:  
 It is to know that we are united; not only in my home, but also with my 
neighbourhood, so I know that if there is something that I need to do, but not able to 













8.3.2 Indirect relationship between more social support and better mental health: 
psychological and behavioural mediating processes 
 
  Optimism and hope. A further dominant theme was that of social support leading to 
greater hope and optimism for the future, which would in turn help the caregiver feel less 
anxious or depressed. This was a theme raised by male and female, as well as ill and healthy, 
caregivers. 
 A male caregiver with a (non-HIV-related) health condition, for example, spoke about 
how the emotional support from his wife helped provide him with the hope that the 
challenges he was facing could be overcome and that the future would be better:  
 We [my wife and I] comfort each other-about our being unemployed, that someday we 
will find jobs, as we are living together…It [what makes me feel less depressed] is 
when we are able to talk and give each other ideas on how to raise our children, and 
when we are short of something, then my wife will go and ask for it and we know we 
will be able to patch things here and there. And the comfort, she will comfort me and 
tell me that everything will be ok. That I must not lose hope, I will be fine… She gives 
me both hope and encouragement that even if I failed but I should not lose strength 
but continue looking and I will end up doing that, with hope that maybe tomorrow I 
will succeed. So it’s both the encouragement and hope. (M5) 
An HIV-positive male caregiver, who had previously been in prison, told of how both 
life skills training received in jail and advice from his sister had helped him live a healthy life 
and continued to provide him with the hope and confidence to go on with his life.  












supports me by saying life doesn’t end here, even though she’s married and lives in 
her own home. (M8) 
 Hope was in fact the most dominant theme that came up in response to the question of 
why social support was important for the wellbeing specifically of HIV-positive individuals. 
Both HIV-positive and HIV-negative respondents argued that it was crucial to instil, among 
caregivers living with HIV, the hope of survival, of living a relatively normal life, of being 
considered no different to healthy people or people with other illnesses, the hope of a better 
future. The excerpt below, taken from an interview with an HIV-positive female caregiver, 
emphasises how being provided with the hope of surviving and having a future may help 
prevent or reduce depressive symptoms related to illness: 
 I feel sad when I think about my illness. That is when they [my sisters] console me by 
saying there are lot of people who are sick but they are still alive. And I feel less 
worried to know that I’m not the only person who is sick… They encourage and give 
me hope… they advise me not to give up about life and I’m still going to live for a 
long time. They tell me a lot of things, that I am okay and that I should continue with 
life. (F6) 
 This HIV-positive female caregiver explained how providing a person living with 
HIV with the hope that life could go on, despite the disease, would make him/her feel less 
anxious:  
 To give advice to someone who is HIV [positive], that being HIV [positive] is not the 
end of the world, things like that. That has a good impact on the infected person… 
They feel less anxious and have hope when they get the support. (F6)  
 Yet another HIV-positive female caregiver told of how an HIV support group she was 












hope, providing a forum to interact with other individuals facing similar problems, and 
advising members on how to deal with HIV-related stigma:  
 They give us hope, love and there is a lot that they provide us with. What can I say, it 
always feels good… We chat about the things we encounter in our daily lives like 
telling how my sister treats me at home by not using the glass of water I have been 
using…You know how people react when you are HIV positive, they avoid you. When 
you tell your story you will find that there is someone who shares your story or who is 
going through the same thing as you are. And they advise us to say no … they advise 
us to tell our family members that because we are HIV positive it doesn’t mean that 
we are going to infect them with the virus, you can’t get the virus by sharing the 
bathroom with someone who is HIV positive. The support group is the platform where 
you let out all that makes you sad. (F12) 
 There was particular reference to the importance of providing caregivers with the 
hope that they would survive and live a normal life, so that they would want to live. It was 
even argued that without this hope and the desire to live, treatment would not be sufficient to 
ensure survival. As articulated by an HIV-positive female caregiver:  
 Hope. If you give them [HIV-positive individuals] hope, you have done everything, 
hope for them means I will survive… It is very important because I can give you 
money, you can do whatever, but if you tell yourself that I will survive, you will 
survive. .. Because when you are taking that pill, you are taking it because ‘I want to 
get well’… To tell an HIV positive person that this is not the end of your life, you still 
have a long life ahead of you. (M7) 
 The theme of hope in relation to the mental health of HIV-positive individuals was 












spoke of the importance of both instrumental and emotional support in providing hope and 
the will to live. Being emotionally well was also linked to appetite and weight gain, which 
was directly linked to physical wellbeing.  
 It is the physical and emotional. They [HIV positive individuals] need to be cared for 
physically like being bathed, and emotional - by giving them hope and strength that 
everything will be fine, that as they take their treatment they will be fine. Just because 
they have the illness does not mean they will die… If they receive emotional and 
physical support, and not be discriminated against that can help them to feel much 
helped. And even gain weight if he/she has lost it…If I encourage them I give them 
hope and they will eat better, because things that make them to be sick is because they 
are nervous and worried. (M4) 
 
 Self-confidence and courage. A further, albeit less frequent, explanation given for 
the positive effect of social support on mental health was that it could boost self-confidence 
and courage. This suggests a positive effect of support on other traits associated with 
resilience, such as self-esteem and self-efficacy. 
 For example, it was suggested this support could change the way the caregiver saw 
his/herself, thus positively affecting self-esteem and creating a sense of belonging in the 
community. Or as articulated by one male HIV-positive caregiver, support could serve “to be 
able to see yourself exactly like other people who are HIV negative.” 
 A further theme raised was that of social support leading to respondents feeling more 
courageous or in control when confronting illness or other stressors. For example, one female 












 It [support received] does have an effect [on anxiety] as it gives me courage because 
it is when I have shared what has been worrying me. (F12) 
 On being asked what it was about the support received from his wife, daughters and 
church members that helped him feel less anxious, a (healthy) male caregiver, who was a 
preacher, responded as follows:  
 It gives me power and to be brave, and when I am preaching, I don’t have a problem 
knowing that we are united... It’s always important, because of it I am able to do a lot 
of things, and I am able to help others. The support gives me the courage and strength 
to help others. (M4) 
 
Less rumination. A further theme that was raised repeatedly to explain the effects of 
social support on mental health was that of support helping caregivers avoid constant 
negative thoughts and/or fixating on their problems. This theme was raised entirely by ill 
(and mainly HIV-positive) caregivers in relation to coping with their disease; moreover, it 
was raised predominantly by female caregivers. In particular, caregivers suggested that forms 
of emotional social support, such as companionship, dialogue and encouragement, could help 
HIV-positive individuals avoid repetitively thinking about the possible consequences of their 
illness, including imminent death. Conversely, the absence of human presence, interaction 
and support – being alone or feeling isolated – would risk leaving the HIV-positive caregiver 
to their negative thoughts about death. This repetitive negative thinking could be defined as 
‘rumination’, a form of maladaptive emotion-focused coping, which can result in increased 
emotional distress (J. Smith & Alloy, 2009).  












perceived social support to be positively affecting her mental health and the mental health of 
other HIV-positive carers. She spoke about companionship and conversation that prevented 
her from frequently thinking about illness or death, and boosted her self-esteem and hope for 
the future (themes already discussed above): 
 Just like me as I’m HIV positive, I don’t have to spend most of the time alone, because 
when you do that you may end up thinking about dying from this disease. It is better to 
have the company where you can spend time having a conversation instead of think 
about dying, and so you end up forgetting about it. And you need to tell yourself that 
you are still a human being and you can still live your life longer. (F4) 
 Similarly, two HIV-positive female caregivers spoke about how belonging to a 
support group helped them avoid fixating on thoughts of their disease and imminent death, as 
well as providing hope and assistance in dealing with stigma. The importance of caregivers 
realising that they were “not alone facing this epidemic” also surfaced once again, as the 
excerpts below illustrate.  
 It [the support group] makes you feel courageous, because when you are alone most 
of the times you think about what if you are dying now. All you think about is living 
with this virus. And that people always complain about you and they look at you as 
someone who is there to infect them with the virus. (F4) 
 By attending support groups, one gets to feel relieved, even mentally avoiding 
thoughts of imminent death, that now I’m HIV positive and I’m going to die. By 
attending these support groups you learn that you are not alone facing this epidemic 
... When you are told that you are HIV positive you feel worried that you are about to 
die, you don’t even think of buying something small because you are thinking that you 












God set up for you. But if you become part of the support group, you are told that you 
won’t die now, you will die on the day God has set up for you. (F12) 
  
 More distraction. A further theme that came up repeatedly during the interviews was 
that of caregivers ‘forgetting’ their concerns as a result of personal interaction and support. 
This suggests that social support could positively affect mental health by increasing 
distraction as an alternative emotion-focused coping strategy, defined as “focusing attention 
away from the mood and its causes onto pleasant or neutral stimuli that are engaging enough 
to present the mind from wandering back to the source of negative affect” (Rusting & Nolen-
Hoeksema, 1998, p. 790). Distraction, unlike rumination, represents an adaptive coping 
strategy which would have the beneficial effect of reducing emotional distress (Rusting & 
Nolen-Hoeksema, 1998). In some cases the theme of distraction was linked to (less) 
rumination, suggesting that, at least to some extent, social interaction and support may be 
‘converting’ rumination to distraction, that is, that it could be providing ‘distraction from 
rumination’ (Nolen-Hoeksema, Parker, & Larson, 1994).  
 The theme of distraction was raised entirely by HIV-positive caregivers, and mainly 
by female caregivers. It emerged in some of the quotations already included above to 
illustrate rumination, for example: “It is better to have the company where you can spend 
time having a conversation instead of think about dying, and so you end up forgetting about 
it”. A further example is provided by the response of another HIV- positive female caregiver, 
when asked how she felt social support could affect anxiety among HIV-positive caregivers:  
 Yes, it [anxiety] will decrease, because if you have people around you, you tend to 












 Another HIV-positive female caregiver spoke of the connection and interdependency 
between her and her daughter, and how her daughter’s support helped her forget about her 
difficult situation, which was instead a major source of anxiety when she was alone. Her 
responses also alluded to the importance of the presence of someone close to the respondent, 
versus simply a human presence:   
 Sometimes when I’m with her [my daughter] I end up forgetting that I’m in this kind 
of a situation. It only comes back again when I’m alone, but when she is next to me I 
forget all about that… It is about that connection because she sees it in me when I’m 
not well…(F9) 
Moreover, a few responses suggested that, besides helping caregivers avoid repeated 
negative thinking, receiving (mainly emotional) support could also help replace negative 
thoughts with more positive ones, speaking once again to resilience factors such as hope and 
optimism, discussed above. As indicated by an HIV-positive caregiver, when asked whether 
the various types of support she reported receiving (including advice, encouragement and 
love) helped her with her work-related depression:  
It [support] does [make me feel less sad], because with less stress, you are able to 
think positively, not on the negative things and all that - no, it does help. (F2) 
 
More active problem-solving coping. Data also suggested that positive effects of 
social support on factors associated with resilience (such as self-efficacy and self-esteem) 
could lead caregivers to adopt a more active approach  to coping with stressors, for example 
through problem-solving and/or tackling the problem more pro-actively. This was a less 
dominant theme than rumination and distraction, as it was raised by only a few caregivers. As 
one HIV-positive female caregiver explained, referring to support received from people in 












It makes me feel good about myself and to have more confidence you know, not to run 
away from the problems but to solve them and continue with life. (F2) 
 It was also suggested that support could modify the caregiver’s appraisal of the 
stressor faced, making it appear less daunting and more manageable. For example, a male 
caregiver spoke of how the support received from his wife in particular helped him deal with 
anxiety and depression, by providing him with courage and even making the problem appear 
more manageable. This suggests greater self-efficacy based in part on a change in his 
appraisal not only of his own ability, but also of the problem to be addressed:  
 With a lot of things, you see I don’t have secrets as I share everything with my wife 
and if something is worrying me, we talk about it together, so there isn’t a thing that 
will depress me and make me sad alone…Her support makes me brave, and she would 
tell me that this is what we need to do, so that we will conquer that situation we are 
facing together… I feel relieved and even the thing that was difficult would feel as if it 
were weakened. (M4) 
  
8.3.3 Indirect effects of social support on mental health by reducing stress/stressors 
 
A less frequently raised theme that emerged from the data was that of instrumental 
support helping reduce anxiety caused by the absence of specific items. An example would 
be tangible support with money or food items helping to address household food insecurity, 
where the caregiver was not able to meet this basic household need. This of course implied a 
‘match’ between the items (or absence thereof) causing the caregiver’s stress and anxiety, and 












support needs and the type of support provided).  
Rather than a process explaining the main or stress-buffering effects of social support 
on health, this theme appears to be speaking to the direct effects which social support may 
have on specific stressors negatively influencing mental health; that is, social support would 
be reducing or eliminating the stressor (e.g. food insecurity; absence of adequate shelter) thus 
in turn reducing or eliminating its negative effects on caregiver mental health.  
For example, when asked whether the money and food received from others helped 
them feel less anxious, two female caregivers responded as follows:  
 It helps. You get worried when you don’t have something to cook, but you become fine 
when you’ve found it. You cook, eat and sleep. (Healthy female, F14). 
 It helps a lot especially when I’m faced with a particular problem; like worrying 
about what to eat today, and so I will become happy if the children receive something 
to eat. (Female with other illness, F15). 
 
8.4 Negative effects of support seeking on mental health 
 
While none of the respondents interviewed had experienced or could relate to 
negative effects of social support on mental health, it should be noted that three caregivers (2 
male and 1 female) spoke of the negative mental health effects of seeking support. Having to 
actively seek assistance from neighbours or other community members reportedly made 
caregivers feel dependent or a burden on others which, in turn, could negatively affect their 
self-esteem. As described by a healthy male caregiver: 












other people and not working while you are alive and capable. That is hurting so 
much, that always leaves a mark on you … When they help me I feel better. But I will 
be complaining inside, and hurting emotionally that every time I need to go out and 
ask for help, so it’s much better to bother your wife or your siblings [intending close 
family members as opposed to neighbours or friends]. (M1) 
As indicated in the above quotation, receiving the support required was considered to 
have a positive impact on recipients’ psychological state. However, this (healthy) male 
caregiver suggested that even the positive effects of receiving tangible support (e.g. food) on 
mental health could, to some extent, be counteracted by the emotional burden of having to 
ask for help, or seek this support. The data suggests this could be especially true for males in 
this community, particularly males without a health condition, who were generally expected 
to be able to provide for their family.  
 I feel healthier, but not that much, especially if you are a man and your family is 
always provided for by other people while you are still capable, when you are not 
disabled physically or mentally in any way. That does not feel good.  It’s one thing if 
you are supported by government, that is understandable, but not your neighbours 
(M1).  
 Similarly, a female caregiver suffering from a non-HIV-related health condition 
explained how going to seek support from the pastor at her church made her feel like “a 
menace”: 
 I feel sad because now I feel like I am a menace – and also, that out of the whole 
congregation, why am I the only one who seems to be in such a struggle? Although he 
[the pastor] will say that I should just say whenever I need bread or something. But 












 The same female caregiver explained how she felt happy when receiving support. 
However, unsuccessfully seeking support could also cause her sadness or anxiety, for 
example, when the caregiver could not find the desired provider and/or felt there was no-one 
to turn to for support: 
 I sometimes feel happy when I receive support, but it is the opposite when I go to the 
pastor’s place only to find he is not there. So I become sadder because that means I 
will not find anyone who will help me. (F15) 
 
8.5 Pathways between social support and physical health 
 
With the exception of one (healthy) female respondent, all caregiver participants 
perceived the social support they received to have a positive effect on their physical health. 
When asked how they perceived social support to be affecting physical health, the 
explanation most frequently given or alluded to was that of psychological health resulting in 
better physical wellbeing (this was a theme raised by 20 of the 24 study participants). 
However, additional explanations for the support – physical health relationship also emerged, 
particularly on probing further; for example, caregivers spoke of the effects of social support 
on health-related behaviours and better access to health-related items or facilities (for 
example, the provision of food or medicines, or transport to clinics). These themes are 
described in detail below: 
 
8.5.1 Positive effects of social support on physical health through better mental health.  
 












mental and physical health were closely related; in some cases these constructs were even 
referred to as if they were one in the same. This perceived interconnection was highlighted by 
caregivers associating terms with physical health that would usually be associated with 
mental health, or vice versa, e.g. feeling ‘physically relieved’. Also, on various occasions 
respondents answered questions about physical health status by directly referring to mental 
health status, for example: support positively affecting physical health by relieving one of a 
sense of burden (helping to feel ‘emotionally free’), helping with depression and helping 
avoid negative thoughts. This is illustrated by the excerpt below:  
 Why I would say yes [referring to whether support positively affects her physical 
health]. Because my health and my wellbeing, I’m fine even though I’m gaining more 
weight though. It’s like I’m relaxed. All the burden and everything is off my 
shoulders... (HIV-positive female, F2).  
As indicated by the above quote, better mental health was also repeatedly linked to 
physical health symptoms such as better appetite and weight gain, and, conversely, worse 
mental health was associated with loss of appetite and weight loss. Appetite and weight 
gain/loss were the physiological processes most frequently raised (by 7 caregivers). The 
implication was that being stressed and not eating properly would negatively affect physical 
wellbeing and, vice versa, feeling happier and less stressed, as a result of support, would 
improve one’s appetite and physical health. The excerpts below illustrate this perception: 
 It [support] helps [with how I feel physically] because I had lost a lot of weight but 
my weight has come back… It’s the advice and feeling free. (Healthy female, F5). 
 Similarly, an HIV-positive female caregiver spoke about how the help she received 
from her employer, which led to her extending her house and improving her living 
conditions, had helped her regain her appetite. She implied that it had relieved the stress 












In my body - I was losing weight, because I was not eating well, but now I am gaining 
and I can see that I am getting back to my normal weight … I had lost hope before, 
but now I am hopeful, and I am better and have gained weight, and I always have a 
positive attitude. I am now also a person who can give advice to others (F11).  
 When asked how she felt on receiving support, the same caregiver explained:  
 I feel better because I don’t eat when I’m depressed. But my appetite comes back 
when they encourage and advise me. So my life gets affected, and I get better. (F11)  
 Better mental health was also linked to other physiological processes or symptoms, 
such as blood pressure and fatigue. For example, an HIV-negative female suffering from high 
blood pressure spoke of how the tangible help she received from her daughter (e.g. assistance 
with food or chores) led her to feel calmer and less worried, thus improving her blood 
pressure. She spoke of her worry being “lifted up” as if this support was perceived to relieve 
her of a physical and emotional burden weighing down her body, and explained: “… when 
I’m frightened my BP goes high.”  
Several respondents (3) also spoke about how they experienced less physical fatigue 
when their emotional wellbeing improved as a result of support received. For example, a 
healthy male respondent spoke of how support positively affected his physical health by 
preventing him from feeling depressed or anxious and making him feel strong. Being worried 
or depressed was, in turn, related to fatigue, as this excerpt illustrates:  
 It [support received] makes me very strong and I feel healthy and I don’t feel 
depressed, because there is nothing that worries me emotionally… When I am 













Similarly, an HIV-positive female caregiver spoke of how stress caused her tiredness, 
and how conversing with those close to her helped her feel less worried and physically better: 
 I would say I’m not prone to having worries all the time because when you have stress 
that causes tiredness… When I’m having a conversation either with my mother or 
friend, that makes me feel well emotionally and physically, so I feel well. (F12) 
An elderly female caregiver suffering from diabetes spoke of how emotional support, 
in the form of dialogue, care and advice from her sister, made her feel emotionally and 
physically stronger, albeit temporarily. She explained how this emotional support would help 
her forget about her illness and even experience less pain, despite the fact that she did not 
receive any of the practical assistance necessary from her family to treat the illness (e.g. 
medicine or good food).  
 It happens that I feel physically better due to feeling better emotionally, especially as 
someone who is always alone not talking to anybody. By not talking to anybody, I end 
up sleeping all the time every day… When I’m feeling that way sometimes I forget that 
I’m sick, even though I can’t walk or see but it feels good, like I’m not sick at all. (F8) 
Similarly, an HIV-positive female caregiver also spoke of how receiving advice and 
reassurance from members of her church made her feel less stressed and physically stronger, 
suggesting that she felt less pain or was able to better deal with the pain. Feeling stressed, on 
the other hand, was related to fatigue, and experiencing more pain and headaches.  
 No matter how stressed I was feeling, I feel better [after receiving support from 
church members]… I feel better, I don’t feel the pain. Sometimes I really feel sick but 
I feel better after speaking with them. I feel better and tell myself that I’m going to get 
help. (F16) 












I feel sick and my body doesn’t feel okay. I feel tired and suffer from headaches 
because of the way I think. (F16) 
 A male respondent, with a kidney condition that required regular dialysis, spoke of 
the importance to him of the regular support he received from his family and friends. Besides 
the tangible help they provided him with (e.g. transport to the clinic), they also gave him 
hope and encouragement. He believed this emotional support had been central in helping him 
remain physically strong, and not giving up on life:  
 It [support] helps me a lot, because I always have this hope that one day I’ll be 
better, because I have people next to me who are always pushing me, giving me 
support… encouraging me all the time, and I think if I didn’t have people encouraging 
me then maybe I wouldn’t be here today. (M7) 
 
8.5.2 Positive effects of social support on physical health through more positive health 
behaviours  
  
 The majority of respondents (17) also spoke of how support provided, mainly by 
people close to them, led them to adopt more positive health behaviours.  This was a theme 
taken up by both male and female caregivers, and both (HIV- or other-) ill and healthy 
caregivers. This support mainly took the form of advice and encouragement, but in some 
cases included tangible assistance, such as buying or cooking healthy foods, and facilitating 
access to health facilities or items (e.g. medicines).  
 For example, several male caregivers spoke of practical advice, provided mainly by 












behaviours (e.g. improved diet) and perceived positive effects on their physical health as a 
result of this. The excerpts below, from interviews with two male caregivers, illustrate some 
of these themes: 
 You know you get advice from there, that when you eat you should not just eat 
(greedily), that you need to think about kids and think about tomorrow, and not to eat 
everything at once, because of the situation that we are facing... that to be healthy, I 
must not be emotionally upset all the time, and that I shouldn’t eat a lot. (Healthy 
male, M1). 
 Sometimes she [my wife] will bring things that I would not have expected, things that 
I would be seeing for the first time and they are also healthy things… different kinds 
of vegetables and fruits stuff, like that… I definitely praise it, because it makes me 
strong. As you can see me, it’s been a while since I last visited a doctor because of 
sickness. I feel healthy. (Male caregiver with other illness, M5). 
 An HIV-positive male caregiver spoke of how the advice and disapproval from his 
wife had helped him live a healthier life by quitting smoking and drinking, suggesting a form 
of positive social control.  
 You see, I was drinking alcohol and smoking cigarettes before, but now an alcoholic 
or a smoker doesn’t come and stay in my house because I am not part of that lifestyle 
anymore … like sometime when I would be alone at home smoking and say maybe 
after two hours my wife arrives, and she will tell me that I was smoking and then I 
realized that what I was doing was wrong. (M6) 
 The same respondent spoke of the support of a nurse at the clinic, who reminded and 
encouraged him to fetch his HIV medication and take it regularly. Similarly a female 












of close family members had led her to start taking her medication.  
 Several male and female caregivers also talked about the importance of instrumental 
support in improving their physical health, by facilitating access to health care or health-
related items. Types of support included providing or fetching medication, assisting with 
transport to health facilities and providing food. For example, one (healthy male) respondent, 
who was also a pastor, told of how church members gave him money to buy pills or protein 
tablets, so that his body could ‘feel healthier’. An HIV-positive female caregiver spoke of 
how her neighbour (her sole support provider) helped her with money for transport, so that 
she could collect her ARVS: 
 When I’m supposed to go pick up my ARVs from the clinic, she helps me with the bus 
fare to get there or anything that I might need from the hospital - she is there for me. 
(F4) 
 Similarly, another HIV-positive female caregiver described how her daughter helped 
her live a healthier life, by ensuring that she was taking the necessary medicines and by 
collecting these medicines herself:  
 When it is my due date to fetch my medication she [my daughter] asks when was the 
last time I went for my medication, and when I have found my clinic card she will 
wake up early in the morning to go pick up my medication (F9).  
 Another female caregiver spoke of the reciprocity between herself and a very close 
neighbour and friend, which positively contributed to her nutrition and physical wellbeing. 
This included exchanging vegetables from their community gardens and helping each other 
with medicines:  












cabbages, beetroot and carrot. When it’s time to harvest my vegetables, I give some to 
her and she does the same. We help each other and we are one… But also when I’ve 
run out of pills, I just go to her house and I ask her to give me some. (Female with 
other illness, F13). 
 The young male caregiver with kidney disease highlighted the importance of his 
friends’ and family’s instrumental support, as they took turns in accompanying him to the 
hospital multiple times every week for kidney dialysis. When asked whether this support 
affected his physical health, he responded:  
 Yes very much. They are contributing very much, because I am dialyzing three times a 
week: Monday, Wednesday and Friday. You can see that I have this catheter in my 
leg, so I can’t use public transport. I have to call one of my friends to take me to the 
hospital, say around ten in the morning, he will do that for free and I will come back 
at noon around six and I will phone another friend, they will come and drive me 
home… I can’t drive anymore now, it’s been two months now that I don’t drive. They 
are always coming three times a week to drive me to hospital and they do this for free. 
With open hearts. (M7)  
 
8.6 The importance of support for health beyond coping with specific stressors 
 
 When asked to explain how they perceived social support to be affecting their mental 
and physical health, caregivers tended to refer to the role of support in relation to particular 
stressors experienced (e.g., sources of anxiety and depression, or specific health conditions 












whether they felt that social support was important for their health more broadly, beyond 
coping with specific stressors and stressful situations – even when ‘things were going well’ - 
the large majority of participants (all but one female caregiver) responded affirmatively. 
Reasons given included some of the themes already discussed, in relation to social support 
and health more broadly (e.g. psychological variables associated with resilience and positive 
social regulation), as well as ‘new’ or more nuanced themes, such as maintaining 
relationships to secure support during difficult times, comfort in the knowledge that support 
would be available, and personal development and knowledge gain. These are described in 
more detail below:  
 
8.6.1 Comfort and greater psychological resilience through regular interaction  
 
 Some of the reasons given to explain the value of social support as a general health 
resource, beyond coping with specific stressors, echoed themes already discussed above. 
These included the mental health benefits of regular conversation, encouragement and 
exchange of ideas. This personal interaction and support was seen as contributing to a feeling 
of being ‘loved’ and cared for, as well as boosting self-esteem and courage. Some of these 
themes are illustrated by the quotes below: 
 No, it’s not about going through difficult times and all that, but in life you do need a 
person that you can talk to, and where you trust, you know that I’m being loved 
here… I can express my feelings and all that.  (HIV-positive female, F2). 
 It’s always important [referring to support received from respondent’s wife and 












am able to help others. Their support gives me the strength and courage to be able to 
help others… It’s the love, because it encourages you and makes you strong, so that 
you persevere. (Healthy male, M4). 
 
8.6.2 Positive influence on social and health behaviour  
 
There were also suggestions that regular personal interaction and support could give 
rise to a form of on-going positive social control or regulation that encouraged more positive 
behaviour, as well as boosting an individual’s self-confidence to follow through with this 
behaviour (a theme already addressed above). The positive influence of support on behaviour 
was a theme that came up in relation to the importance of social support on physical health 
more generally. However, when discussed in relation to the importance of support beyond 
coping with specific stressors, responses tended to refer to positive health and social 
behaviours more broadly (versus simply positive health behaviours). This could include 
encouragement to be more proactive, and achieve specific goals. For example, when asked 
why she felt it was important to receive support and have people around her even when things 
were going well, an HIV-positive female caregiver responded:  
 It’s because they [my husband and children] tell me not to be always indoors. My 
husband and my children emphasise that I need to go out to do driving lessons 
because I’ll have a car one day. I tell them that I can’t do lessons at my age. And they 
tell me that I’m still young I can do anything that I want and life goes on. (F6) 
 Similarly, two male caregivers spoke of people in their social network helping to 












productive activities:  
 Sometimes you can be so excited when things are good, and end up behaving in the 
wrong way, but when you have people around who support you, they can control you 
and tell you when you are misbehaving. They tell you to calm you down and remind 
you what kind of a person you are and what you are suffering from, so for you to 
behave this way is not good. (Male with other illness, M7). 
 I have a good relationship with these people [people belonging to his social network], 
because they made me to see that I need to go to work and do good things, and not 
bad things you see. (HIV-positive male, M6). 
 
8.6.3 Maintaining relationships to secure support for difficult times  
 
A ‘new’ theme that emerged specifically in relation to social support as a general 
health resource was the suggestion that maintaining healthy supportive relationships was 
important, even when things were going well, so that support would be available when it was 
needed. This perspective alludes to the functional aspect of personal relationships, but, it 
could be argued, it envisages personal interaction and reciprocal support as a form of 
‘investment’ or ‘insurance’ that could ensure the availability of required assistance when 
stressors arise. As put by an HIV-positive male caregiver:  
Sometimes you can be in a good space, but as with a bad situation, it cannot last 
forever, so it’s always with the thinking that there’ll be difficult times ahead. (M6) 












relationships so that there would be people around her when she needed support, perhaps 
even watching out for her to identify your support needs:  
 When you are a human being, it is very important to socialize with other people so 
that they can know what kind of a person you are or how you live. That is why I’m 
close to someone who cares for me, who is there when things are good or bad. I once 
got sick and this friend of mine was there for me, all the time checking on me, so I 
appreciate her support. (Female with other illness, F13). 
 
8.6.4 Comfort in the knowledge that support would be available 
 
 A further - related but slightly different - explanation that emerged from the data 
suggested a positive psychological effect deriving from the knowledge that there would be 
people available to provide support if needed. This speaks to the importance of perceived 
support availability, the assessment of which would be based on actual regular supportive 
relationships. As articulated by two caregivers, when asked why they thought support was 
important even when not dealing with specific stressors:  
 It’s because you see that you are not alone, there are people who support you and 
comfort you… (Healthy male, M1). 
 What can I say? It is just knowing that there is someone you can talk to, giving each 














8.6.5 Personal development and knowledge gain through support   
  
 Lastly, there was also reference to regular social interaction and support leading to 
personal development and knowledge gain for the support recipient. This could occur, for 
example, through the provision of regular information or advice which could be useful more 
generally and/or specifically when a problem arose. Similarly to the notion of developing 
regular supportive relationships as an ‘investment’ for difficult times, this theme highlights 
the potential value of supportive relationships in developing the support recipient’s skills and 
knowledge, as a resource which he/she may draw on difficult times. As explained by one 
HIV-positive female caregiver:   
 It [being supported] is helpful in life and it opens your eyes, because it can happen 
that there are things that you don’t know about, but there is someone who has 
experienced that, so that person can advise you and help you to be able to know about 
that… It’s important for a person to have a support in life, and it’s helpful to have 
knowledge. Because in things that you come across in life you can have answers, 
because even when something happens, you already have knowledge about that 
thing…Yes, it [support received] does make me strong, and I can feel that I have 
grown (F11).  
   
8.7 Importance of specific support providers 
 
 A theme that emerged spontaneously during the interviews, when discussing the 












theme taken up by both male and female caregivers, but predominantly by females. It was 
suggested that support could be especially beneficial for health if provided by individuals 
who were close to the person receiving support, or who had specific experiences or 
characteristics in relation to the stressors faced by the recipient.  
 The data suggest that the identity and characteristics of the support provider were 
especially important for HIV-positive support recipients. For example, one HIV-positive 
female caregiver spoke of how advice and encouragement could be especially effective in 
providing HIV-positive individuals with hope, if received from someone who had 
experienced the illness themselves and succeeded in regaining health:   
 When someone advises you with something that she/he experienced, and you see that 
she/he is doing well… for example she might be telling you that her family died in a 
car accident and then you see that she/he has accepted and moved on with life. And 
you will also have hope that you will also get past that situation that you are facing 
right now. Maybe she will tell you that she was facing the same situation that I am 
facing, and you can see that she is strong and healthy. So you have faith that you will 
also feel strong. (F11) 
 Similarly, another HIV-positive female respondent referred to the various types of 
instrumental and emotional support provided by home-based caregivers (HBCs) in the 
community and how their support contributed to the wellbeing of ill individuals visited. She 
also highlighted that an HIV-positive HBC could serve as a role model and example of hope, 
by representing someone who had succeeded in managing the disease. 
They help because you find someone who is very sick, who is not taken care of by his 
family. They [HBCs] go there to bathe that person if he/she is bed-ridden, prepare 












give advice…. They are able to talk to you and put you in the right direction. That 
now that you have this disease, they then tell you that you are going to live a long 
life, take care of you then you become okay…  They [HIV-positive individuals] can 
get helped by this support, which can help them accept their status, because they can 
see that the other person was also helped by these people. So he gets hope that 
everything is going to be alright. (F16) 
Another female caregiver spoke about the particularly comforting effect of receiving 
advice from elders in the community, as their age and wisdom were considered important 
characteristics that made their advice all the more credible:  
 It [feeling less anxious] is to let what is bothering you to pass and to listen to the 
advice of older people. We grew poor and very respectful. This is the first time we are 
experiencing disrespect-with these children. (Healthy female, F14). 
 An additional important support provider characteristic identified was that of empathy 
and a positive attitude towards the support recipient, as opposed to someone who would 
judge and discriminate. For example, an HIV-positive female caregiver argued that support 
could play an important role in helping HIV-positive/AIDS-ill caregivers with depression and 
anxiety, through conversation and encouragement, if provided by someone who was 
empathetic and did not discriminate against people with the disease: 
 The more you talk the less you feel, you are not depressed. At least I do have a person 
I can talk to. Not a person who is going to discriminate against and laugh at me.  A 
person who is going to understand me you know…. Because mostly they [people 
living with HIV] were being discriminated against, not being loved. (F2) 
 There were also references to the importance of providers who were close to and/or 












health condition spoke of the importance of emotional support for AIDS-ill individuals, such 
as comfort and care, provided specifically by someone close, who was loved and trusted:    
 They [people living with HIV] do receive support from the clinics and hospitals, but 
they also need the support from people that are close to them - like giving them advice 
and love. I think that is the most important thing… Yes, to take the treatment is not 
enough, the support from the family it also important… That is why I am saying they 
need support from their families, and I know they have counsellors at the clinic and in 
hospitals that counsel them, but to have someone who you live with, someone that you 
grew up with, to know that they are there for you, that makes you feel very 
comfortable. It’s not the same to listen to a stranger than to listen to your close friend 
or relative. (M7) 
 This theme was reinforced by an HIV-positive female caregiver’s reference to her 
very close relationship with her neighbour, who helped her with food when able to. The 
special connection and regular conversation with this person assisted this caregiver in dealing 
with depression:  
 It [support received from my neighbour] makes me feel less depressed because 
sometimes I do talk to her about everything that makes me feel depressed and after 
talking to her I feel less depressed. Because when I talk to her it feels as if I’m talking 




Also, the data suggest that the identity and/or characteristics of support providers 
were considered particularly important with regard to social support as a general health 
resource. For example, the same HIV-positive female caregiver spoke of the comfort and 
                                                          
18












strength she derived from the strong relationship she had with a friend and neighbour, in that 
they were always ‘connected’, communicating regularly, regularly checking on each other 
and their respective families and checking whether the other needed help.  
I feel relieved and strong, especially when I see her in the morning, I feel free in the 
spirit. (F4) 
Another respondent suggested that the connection with those close to her, who 
genuinely cared and could understand what she was going through (such as her mother and 
sister), helped her feel more relaxed, even when she was not dealing with particular 
problems:  
 It [my life] changes and I really feel okay. Because it is nice to talk to someone who 
feels what you are going through. Not to have someone who pretends as if she has 
emotions for you but ends up gossiping about you… I feel loosened up... (Healthy 
female, F14). 
 Similarly, an HIV-positive female caregiver spoke of the special connection between 
herself and her daughter, and suggested that her daughter’s mere presence could improve her 
psychological wellbeing:  
 When she [my daughter] is around me I don’t experience anxiety… It is about that 
















8.8 Discussion of qualitative findings 
 
8.8.1 Synthesis and diagrammatic representation of pathways explaining the support-
health relationship 
 
The primary objective of this qualitative work was to identify the pathways and 
mediating processes through which caregivers perceived social support to be influencing their 
health (House, Umberson, et al., 1988). As indicated above, there was overall consensus 
among caregivers that (instrumental and emotional) social support had a positive impact on 
their mental and physical health; this was the case for ill and healthy caregivers
19
.  
 These positive health effects were perceived to occur through multiple, potentially 
co-existing, pathways and mediating factors, which have been described in detail above. The 
mediating processes identified were mainly psychological and behavioural, though there was 
some reference to physiological processes. More specifically, the data point to three key 
pathways explaining the positive relationship between more social support and better mental 
health, and to two pathways explaining the positive relationship between more social support 
and better physical health. These are illustrated diagrammatically in Figure 8.1 below, which 
was developed based on the House et al (1988) theoretical framework. 
 
                                                          
19 As indicated in the presentation of findings, there were a few references to negative psychological effects of 
support seeking, related to the need for support. This is, however, distinct from support available or actually 
received, which are the constructs of interest for this research and were always associated with positive health 












Figure 8.1. Diagrammatic representation of perceived pathways and mediating factors 




 The first pathway between social support and mental health is a direct one, 
representing, for example, the way talking about problems, and receiving advice and 
encouragement, may directly diminish anxiety or depressive symptoms. This pathway is 
illustrated in Figure 8.1 by the arrow directly linking social support to mental health. The 
second pathway is an indirect one, which occurs through social support alleviating or 
eliminating the source(s) of psychosocial stress (e.g. food insecurity, lack of financial 
resources), which would in turn reduce or eliminate the effect of stress/stressors on mental 
health. This pathway is represented in Figure 8.1 by the arrows linking social support to 












The third identified pathway linking social support to mental health is also an indirect 
one, occurring through psychological and behavioural mediating processes. The data indicate 
that various types of - mainly emotional - support may be positively affecting mental health 
by both strengthening psychological factors associated with resilience and leading to coping 
styles that are more beneficial for mental health. With regard to coping, the data suggest that 
social support is encouraging adaptive forms of coping, such as more active problem-solving 
coping and distraction, and reducing rumination, as a form of maladaptive emotion-focused 
coping.  Based on caregivers’ recounts, the effects of social support on active coping are 
likely (at least in part) mediated by psychological resilience variables, such as self-esteem 
and self-efficacy, whereas the effects on rumination and distraction coping are likely a direct 
result of support and social interaction. This pathway is represented in Figure 8.1 by the 
arrow linking social support to the boxes representing psychological resilience factors, 
adaptive coping and maladaptive coping styles, and linking these boxes to mental health. The 
arrows showing potential stress-buffering or main effects of social support on mental health 
through these mediating processes are dashed, to indicate that it is not possible, through the 
qualitative data, to determine the extent to which these processes are mediating direct versus 
stress-buffering effects of support on mental health.  
 The data also highlight two pathways perceived to be linking more social support to 
better physical health. The first is through its positive effects on better mental health, which, 
in turn, were perceived to lead to better physical health. This is represented in Figure 8.1 by 
the bidirectional arrow linking mental health to physical health, indicating the strong 
perceived relationship between physical and mental health. The second pathway represents 
the mediated effects of social support on physical health through more positive health 
behaviours (or positive social regulation), for example eating healthier food or accessing 












support to positive health behaviours, and positive health behaviours to physical health. 
There were also a few isolated references to positive health behaviours being influenced 
indirectly by social support, through its positive effects on psychological resilience factors 
such as hope or self-esteem. This link is rather weak however, given the little data supporting 
it, and would require further investigation; as a result a thinner arrow was included in Figure 
8.1 to link psychological resilience factors to positive health behaviours.   
 There were relatively few references in the data to biological, versus psychological 
and behavioural, processes explaining health effects of social support. Yet, as highlighted by 
various authors (House, Umberson, et al., 1988; Uchino, et al., 2012), effects of support on 
physical health status will at some point need to involve biological processes. The red boxes 
in Figure 8.1 serve to illustrate that these biological processes would have to occur in at least 
two points: between positive heath behaviours and physical health outcomes, and between 
mental health and physical health outcomes. The qualitative data does contain several 
references to physiological processes, aimed at explaining link between mental and physical 
wellbeing. The symptom most frequently associated with worse mental health was weight 
loss due to loss of appetite; others included fatigue, headaches and higher blood pressure. 
While links between more positive health behaviours and physical health outcomes were not 
discussed by respondents, these are easily supported by existing literature on risk and 
protective behaviours for health (e.g. on the health risks of behaviours such as smoking or 
bad diet; on links better treatment adherence and better physical health outcomes) (Critchley 
& Capewell, 2003; Holman, English, Milne, & Winter, 1996; Holt-Lanstad, et al., 2010; 
Katzmarzyk, Janssen, & Ardern, 2003; Prince et al., 2007).  
 Moreover, while the qualitative data does not allow us to draw conclusions about 
which effects of social support on mental health (i.e. stress-buffering versus main effects) are 












some extent, these processes are mediating both main and stress-buffering effects. When 
asked generic questions about how they perceived social support to be affecting their mental 
health, most caregivers referred to its importance in coping with specific stressors (e.g. child 
behavioural problems, financial problems, illness) that led to anxiety or depression. There 
was, however, also general consensus that social support had broader positive health effects 
even in the absence of specific stressors, which could suggest main effects of support. These 
broader positive health effects were perceived to occur as a result of regular social interaction 
with specific support providers, and through various psychological and behavioural pathways 
illustrated in Figure 8.1; these include psychological resilience variables, more positive social 
and health behaviours, greater perceived social support and transfer of knowledge and skills 
that could strengthen the recipient’s ability to cope with stressors. As specified above, the 
dashed arrows linking psychological and behavioural mediating processes to mental health 
outcomes in Figure 8.1 indicate that these processes could potentially be explaining stress-
buffering or main effects – and most likely, to some extent, both. In order to conclusively link 
effects to processes it would, however, be necessary to conduct quantitative analysis testing 
these effects and their potential mediators.  
 Lastly, although not among the key foci of this research, the identity and 
characteristics of support provider(s) emerged as central factors perceived to be influencing 
the effectiveness of social support on health. The provider’s relationship with the caregiver 
was considered particularly important with regard to the broader health effects of support, 
while provider experience and characteristics were considered especially useful in helping the 
caregiver deal with specific stressors that the provider may have already faced or be facing 













8.8.2 Differences between caregiver sub-groups 
 
Overall there was a high level of consensus among participant responses for most of 
the themes that emerged although, as indicated above, some themes were taken up more 
frequently than others. There were also no clearly conflicting or opposing views emerging for 
any one particular theme, within or across sub-groups of (male and female; ill and healthy) 
caregivers.  
Most themes were taken up by both male and female, and (HIV- or other-) ill and 
healthy caregivers, with a few exceptions. For example, the theme of hope and optimism, 
discussed to explain the positive effects of social support on mental health, was raised by all 
groups of caregivers, but discussed most frequently in relation to the mental health of HIV-
positive caregivers. This suggests that hope, deriving mainly from emotional support 
provided, could represent a particularly important psychological mediator between more 
social support and better mental health for individuals living with HIV. As discussed above, 
this embraces the hope of survival, of living a “normal” healthy life, of being accepted by the 
community and seen “like other people who are HIV negative,” and of a better future.  
Rumination and distraction were themes raised only by ill caregivers, and predominantly by 
HIV-positive caregivers (all but one of the ten caregivers who raised these themes were HIV-
positive). They were also raised mainly by female caregivers. This suggests that less 
maladaptive coping in the form of rumination, and more adaptive coping in the form of 
distraction, may be especially important mediating processes explaining the support-mental 
health relationship for HIV-positive caregivers, particularly for female caregivers living with 
HIV.  












mainly by female caregivers (7 of the 8 caregivers who referred to this theme were female), 
suggesting that the relationship with or characteristics of the individual(s) providing support 
may be more important to females than to males. The various references to the importance of 
support provider characteristics for HIV-positive individuals also suggest that individuals 
who may themselves be living a healthy life with the disease, individuals with an empathetic 
and positive attitude towards people living with HIV and/or individuals who are close to and 
trusted by the caregiver, may be the most effective support providers for HIV-positive 
caregivers. 
 
8.8.3 Discussion of qualitative findings in relation to the literature on social support 
and health 
 
While the model illustrated in Figure 8.1 has been constructed based on qualitative 
data collected from a relatively small group of caregivers (24), it should be noted that it 
reflects many of the factors and associations found by previous quantitative studies conducted 
with HIV-positive and broader adult populations. First, it suggests both direct and mediated 
pathways between social support and health outcomes (House, Umberson, et al., 1988). 
Second, the mediating factors emerging from the qualitative data to explain the support-
health links are, to a large extent, consistent with those highlighted in the empirical and 
theoretical literature on social support and health (Burns, et al., 2008; House, Umberson, et 
al., 1988; Shaw, et al., 2004; Thoits, 2011; Uchino, et al., 2012) and, more specifically, with 
findings of previous quantitative studies conducted with HIV-positive individuals (mainly in 












Mediating factors explaining the support – health relationship: As described in 
Chapter 4, empirical quantitative studies investigating the relationship between social support 
and health with PLWHIV have tested for and found evidence of mediators including more 
active coping and less avoidance coping (Schmitz & Crystal, 2000) and psychological factors 
such as self-esteem, mastery and hope (Simoni, et al., 2005; Yadav, 2010). They also provide 
some evidence of mental-physical health links (Jia, et al., 2004) and positive effects of 
support on health behaviours (including antiretroviral treatment adherence (Burgoyne, 2005)) 
explaining effects of social support on physical health. The findings of this qualitative work 
are also coherent with the broader health literature highlighting the strong relationship 
between mental and physical health (Prince et al, 2007, for example, argue that ‘there is no 
health without mental health’) and the literature showing associations between ‘good’ health 
behaviours and better physical health outcomes (Critchley & Capewell, 2003; Holman, et al., 
1996; Holt-Lanstad, et al., 2010; Katzmarzyk, et al., 2003; Prince, et al., 2007).  
Moreover, these qualitative findings add further depth to the existing evidence on 
support-health mediating processes for this specific population of caregivers of children, and 
in particular for HIV-positive caregivers. For example, they emphasise the particular 
importance of hope as a psychological mediating factor for HIV-positive caregivers. This 
resonates with Yadav’s (2010) research with HIV-positive adult recipients of NGO support, 
which showed that the observed positive effects of social support on physical and 
psychological wellbeing were mediated mainly through hope (Yadav, 2010).  
Findings of this qualitative study also highlight the effects of support on various types 
of adaptive and maladaptive coping strategies, which merit further consideration, based on 
the theoretical and empirical literature on coping. As explained in Chapter 2, coping 
responses are defined as constantly changing cognitive and behavioural efforts (thoughts and 












importance of the stressor for their wellbeing, and their options for coping (Folkman, et al., 
1986; Lazarus & Folkman, 1984). They therefore represent both behavioural and 
psychological processes mediating the support-health relationship. Moreover, coping 
strategies are often categorised as problem-focused and emotion-focused (Burns, et al., 2008; 
Folkman & Moskowitz, 2004). While active problem-focused coping strategies are often 
associated with more social support and positive mental health outcomes, and emotion-
focused coping with less social support and worse health outcomes (Folkman & Moskowitz, 
2004; Patterson, et al., 1993; Wolf, et al., 1991), there may be situations where the opposite is 
true, that is where forms of emotion-focused coping, such as distancing and distraction, are 
associated with better mental health outcomes  (Folkman & Lazarus, 1985; Folkman & 
Moskowitz, 2004). In fact, this qualitative data indicate that, besides increasing active 
problem-solving coping as an adaptive form of coping, social support may also be increasing 
distraction, which in this case would be considered a form of adaptive emotion-focused 
coping, leading to better psychological health. It also suggests that social support may be 
reducing rumination, which could be considered a form of maladaptive emotion-focused 
coping, leading to more depression or anxiety.  
Rumination and distraction appear to represent key behavioural and psychological 
mediators for HIV-positive individuals in our sample, and especially for females living with 
HIV. The literature indicates that both (self-focused) rumination and distraction may be 
considered mood regulation strategies, described as “thoughts and behaviours intended to 
eliminate, maintain or change emotional states” (Rusting & Nolen-Hoeksema, 1998, p. 790). 
Rumination, defined as “repetitively thinking about the causes, consequences and symptoms 
of one’s negative affect” (Nolen-Hoeksema, 1991; J. Smith & Alloy, 2009), has emerged, 
over the past few decades, as a key construct in understanding the development and 












(2009; p. 14) it “may be triggered by both the realization that one is not where one desires, 
and the negative affect that is likely to accompany that realization.” Rumination is considered 
to be best categorised as an avoidant emotion-focused coping strategy, linked to less 
motivation and less confidence with problem-solving, and likely to worsen and lengthen 
negative mood (J. Smith & Alloy, 2009), through pessimistic, maladaptive thinking (Nolen-
Hoeksema, et al., 1994). It has also been linked to increased alcohol abuse (Nolen-Hoeksema 
& Harrell, 2002) and avoidance of social situations (Mellings & Alden, 2000; J. Smith & 
Alloy, 2009). 
While rumination has been most commonly associated with depression, several 
studies have shown relationships between rumination and other mental health conditions 
and/or symptomology, such as anxiety, trauma symptoms and panic disorder (J. Smith & 
Alloy, 2009). There is also a gender dimension, since women have been found to be more 
prone to rumination, which may contribute to higher rates of depression among women; in 
fact, some studies have found the gender difference in depression may be entirely mediated 
by the gender difference in rumination (Butler & Nolen-Hoeksema, 1994; Nolen-Hoeksema, 
et al., 1994).  
High quality social support, on the other hand, has been found to reduce the tendency 
to ruminate (Nolen-Hoeksema, 1991), and (consistent with findings of this study) ruminative 
coping has been found to mediate the relationship between social support and depression 
(Nolen-Hoeksema, et al., 1994). In particular, it is argued that bereaved people who are 
socially isolated will be more inclined to ruminate because of the absence of people to 
provide distraction from rumination (Nolen-Hoeksema, et al., 1994). It is also argued that in 
the absence of good quality social support, an individual’s ruminative thoughts will go 












individual may not receive affirmation or emotional support and the social network itself may 
provide stressors to ruminate about (Nolen-Hoeksema, et al., 1994).  
Whereas rumination has been found to maintain depressed mood, distracting external 
stimuli may have the opposite effect, leading to relief from depressed mood (Nolen-
Hoeksema, et al., 1994). Distraction may be considered an alternative emotion-focused 
coping strategy described as “focusing attention away from the mood and its causes onto 
pleasant or neutral stimuli that are engaging enough to present the mind from wandering back 
to the source of negative affect” (Rusting & Nolen-Hoeksema, 1998, p. 790). It therefore 
involves diverting attention away from problem or stressors causing anxiety or distress, by 
thinking about other things or engaging in specific activities. Laboratory studies have found 
distraction to temporarily lift depressed mood and reduce feelings of anger, and other 
research has found active distracting strategies (e.g. leisure and social activities such as 
exercise or music) to reduce negative mood, stress and anxiety (see for example: Rusting & 
Nolen-Hoeksema, 1998; Shimazu & Shaufeli, 2007; Stone, Kennedy-Moore, & Neale, 1995; 
Thayer, Newman, & McClain, 1994). Distraction has also been found to be associated with 
greater pain tolerance and lower pain intensity, indicating its effectiveness as a strategy for 
coping with pain (Kohl & Rief, 2013; T. Thompson, Keogh, Chen, & French, 2012).  
In terms of the gender dimension, while research shows that rumination is more 
common among women, the evidence is less conclusive regarding gender differences for 
distraction: some studies have shown men to be more likely to use distraction-oriented 
strategies when dealing with depression or anxiety (Butler & Nolen-Hoeksema, 1991; 
Thayer, et al., 1994), while others have shown women to be more likely to distract 
themselves from an angry mood (Rusting & Nolen-Hoeksema, 1998). It has also been argued 
that distraction may be a more effective strategy for “low-activation” emotion such as 












Hoeksema, 1998), suggesting it may be a particularly effective coping strategy for depressive 
symptoms, as is the case for rumination. It should, however, be noted that, while distraction 
has been found to improve mood in the short run, its long term effects are still unclear (Stone, 
et al., 1995).  
The qualitative data also highlight the existence of multiple ‘levels’ of mediating 
variables constituting mediated pathways, thus illustrating the complexity of the dynamics 
explaining support-health links. An example would be provided by effects of support on 
psychosocial variables (e.g. hope or self-esteem), that may influence coping responses and in 
turn health outcomes. This suggests the co-existence of several causal pathways involving 
multiple psychological and behavioural variables, represented by the box labelled 
‘biopsychosocial processes’ in the House et al model (see figure 1.1 in Chapter 1). These 
findings reinforce the importance of simultaneously measuring and exploring multiple 
mediating variables (House, Umberson, et al., 1988), as well as the pathways linking them to 
each other, and to the social support and health outcome variables of interest. 
 
 Effects explained by mediating processes. While it is not possible to derive 
conclusive findings from this data regarding the presence of main versus stress-buffering 
effects, or the mediating factors explaining these effects, the data suggest that some of the 
mediating processes identified above may be relevant for both main and stress-buffering 
effects of social support on mental health.  This resonates with House et al.’s (1988) and 
Thoits’ (2011) arguments that main and stress-buffering effects may be explained by the 
same mechanisms that operate more intensively or differently in the presence of stressful 
situations (House, Umberson, et al., 1988; Thoits, 2011). Our data in fact highlight some of 












both main and stress-buffering effects of social support (and of social relations more 
broadly): these include social influence and control, self-esteem, a greater sense of control 
over life and specific stressors, and companionship. Explanations given by caregivers for the 
importance of support even in the absence of specific stressors recall Thoits’ (2011) theory 
that everyday supportive actions (e.g. caring, love, information exchanges, discussion of 
potential problems) may improve psychological and physical health through some of the 
psychological mechanisms listed above; and, when major stressors occur, by assisting the 
individual to cope with these. 
References in the data to the value of maintaining social relations in good times, in 
order to secure social support and accumulate human resources (skills and knowledge) to 
better cope during stressful times, would appear to resonate with Thoits’ (2011) theory and 
with what Aspinwall and Taylor (1997) describe as ‘future-oriented proactive coping’ 
(Aspinwall & Taylor, 1997; Folkman & Moskowitz, 2004). Proactive coping refers to coping 
in advance to prevent or attenuate the impact of potential stressors, and includes “the 
importance of building a reserve of resources (including temporal, financial and social 
resources) that can be used to prevent or offset future net losses” (Folkman & Moskowitz, 
2004, p. 757). Resources are accumulated in order to allow the individual to move toward 
positive and challenging goals associated with personal growth. Proactive coping is 
considered a relatively new development in coping that merits further attention, and may 
have particular value for psycho-educational and cognitive-behavioural interventions 
(Folkman & Moskowitz, 2004).  
 
Direct effects of social support on stress and mental health. As previously 












on mental health through additional (direct) pathways, over and above those mediated by the 
biopsychosocial processes described above. For example, the data suggest that more social 
support may be directly leading to better mental health, mainly as a result of the calming 
effect of communicating one’s problems and receiving comfort, advice and encouragement. 
The mental health benefits of talking or writing about experiences, problems and concerns 
have been documented in the literature by various authors, and there is also some evidence 
pointing to positive neurological and other physical health effects (Kaplan-Solms & Solms, 
2000; Launer, 2005; Pennebaker, 1993). Launer (2013, p. 466) argues that most 
psychoanalysts believe that talking works because “… it provides people with a means of 
creating a coherent narrative from disconnected symptoms, events, memories and thoughts in 
the context of a relationship with someone compassionate and attentive.” Talking to others 
has also been identified as a coping strategy for grandparent caregivers of children (Waldrop 
& Weber, 2001) and as self-care behaviour for depressive symptoms among people living 
with HIV (Eller et al., 2010). 
The data also indicate that social support may be positively affecting mental health 
(particularly anxiety) by reducing specific stressors that may be causing anxiety or 
depression, through tangible support received (e.g. food, money or shelter). This indirect 
pathway between social support and mental health would appear to speak to the stress 
prevention model discussed by authors such as Dignam and Barrera (Barrera, 1986; Dignam, 
Barrera, & West, 1986). Barrera (1986) explains how this model represents one of the diverse 
hypothesised connections between social support, stress and distress.  It hypothesises social 
support to be indirectly associated with distress through two mechanisms: 1) social support 
(usually in the form of enacted support/ support received) may prevent stressful events from 
occurring, which would in turn reduce or prevent distress; 2) social support may reduce the 












qualitative study suggest a relationship between more social support and less stress via the 
first mechanism, that is, through tangible help that prevents the occurrence of stressful 
conditions (e.g. food or money preventing household food insecurity or inability to meet 
other basic needs).  
 
Support providers. Lastly, the qualitative findings draw attention to the importance 
of support providers. They suggest that broader everyday social support may be most 
effective if provided by someone who has a good relationship with the caregiver, someone 
who is trusted and/or who cares about his/her wellbeing. This resonates with Lakey and 
Orehek’s (2011) theory that relationships with specific support providers may be key to 
explaining the role of social support as a general resource for health, since people regulate 
their affect, thought and action through regular ordinary conversations and shared activities 
with specific providers in both stressful and non-stressful situations (Lakey & Orehek, 2011).  
However, the data also suggest that the nature and characteristics of specific support 
providers may be important in ensuring positive health effects in the case of specific stressors 
(e.g. the importance of a person with empathy and/or similar experiences in supporting 
caregivers with HIV). Thoits (2011) in fact distinguishes between providers who are 
“primary group members” and providers who are “secondary group members,” in order to 
theorise on the usefulness of different types of support providers in performing support 
functions for a given individual. Primary group members are defined as “significant others’ 
or people to whom the support recipient is emotionally tied and views as important in their 
lives, such as family members, relatives and friends (Thoits, 2011, p. 146). Secondary group 
members are described as people with whom the individual has more formal interaction, 
where knowledge about the other person is less personal and interaction may have short or 












argues that these two types of social network members may perform quite different – albeit 
both useful – functions in the presence of specific stressors. Significant others will likely be 
most valuable in providing emotional sustenance, which would reduce psychological stress 
and physiological arousal (through some of the psychological mechanisms previously 
discussed); they may also provide coping assistance, though they may themselves be too 
close to the problems and/or have little direct experience with the person’s specific 
stressor(s). Secondary group members or ‘similar others’ may, instead, be particularly 
effective at providing active coping assistance because of their previous experience with 
specific problems and knowledge of how to address these; they may also serve as role models 
who can be “observed and emulated” (Thoits, 2011, p. 154). In sum, Thoits (2011) argues 
that the effectiveness of the support provided and the social psychological mechanisms 
involved should depend on the type of support supplied and on whether it is provided by 
“experientially dissimilar” versus “similar others”. 
 
8.9 Synthesis of qualitative findings 
 
Results of the qualitative component of this research highlight multiple – direct and 
indirect - pathways and mediating variables perceived to be linking social support to health 
outcomes, and possibly explaining positive associations between more social support and 
better caregiver health observed through the quantitative analysis. Psychological and 
behavioural mediating processes identified included psychological factors associated with 
resilience, coping processes and positive social control leading to more beneficial health 
behaviours. When explaining the importance of social support as a general health resource, 
beyond coping with stressors, caregivers also spoke of the importance of maintaining 












Moreover, the data also suggest that specific mediating processes may be more important for 
particular sub-groups of caregivers; these include rumination and distraction for female and 
HIV-positive caregivers, and hope for HIV-positive caregivers. Finally, the importance of 
support provider characteristics for the support-health relationship emerged inductively from 
the qualitative data, and was discussed primarily in relation to HIV-positive caregivers and to 















CHAPTER 9: CONCLUSION 
 
 
This final thesis chapter aims to bring together the quantitative and qualitative 
findings emerging from this mixed methods study, to relate them to the research questions 
and (House et al) theoretical framework guiding this work, and to discuss their implications 
in relation to theory, existing empirical research and practice. The first section of this chapter 
synthesises respective quantitative and qualitative findings, as they address the four  general 
research questions. Itillustrates potential links between findings from these two separate 
components by positioning them within the same theoretical framework. Based on a critical 
reflection of both the research process and findings, it also discusses implications of this 
research with regard to the conceptualisation and measurement of social support among 
similar caregiver populations. The second section of this chapter discusses the research 
findings in relation to the existing literature, and identifies gaps for future research to 
potentially address. The third section considers the implications of findings for practice, and 
includes a review of past and current interventions that aim to incorporate social support as a 
resource for health. The fourth section of this chapter discusses conceptual and 
methodological limitations of both the quantitative and qualitative research components. 
Finally, the chapter and thesis conclude with overall reflections on findings emerging from 














9.1 Summary of findings in relation to the research questions and theoretical 
framework 
 
 The overall purpose of this research was to investigate the relationship between social 
support and health status among primary caregivers of children living in HIV-endemic South 
African communities, with a particular focus on HIV-positive caregivers. Mixed methods 
research, consisting of both a quantitative and qualitative research component, was employed 
in order to achieve this purpose. Specifically, this study sought to address four general 
research questions. These questions, and the main methodology used to address each of these, 
were illustrated in table 1.1 in Chapter 1. They are once again illustrated below in table 9.1, 
which also outlines the key findings of this research that are relevant to each general research 
question. The quantitative and qualitative findings of this research have been reported and 
discussed separately in previous chapters of this thesis (Chapters 6 and 8). They will be 
briefly summarised below once again, then discussed in relation to the theoretical framework 



















Table 9.1. General research questions, methodologies and key findings 
 
 
1) Is living with HIV/AIDS a risk factor for depression and anxiety among caregivers of 
children, and how does this compare to living with other chronic illness? 
 
•Methods: hierarchical logistic regression analysis of quantitative data 
• Overall findings: Both living with HIV/AIDS and other illness are predictors of 
depression and anxiety, but HIV/AIDS is the stronger predictor 
 
2) Does social support have a main effect on caregiver depression and anxiety or buffer 
against the effects of HIV/AIDS-  and other illness- related stressors on depression and 
anxiety? 
 
•Methods:  hierarchical logistic regression analysis of quantitative data, with i teraction terms 
• Overall findings: Social support has a main effect on caregiver anxiety, and may 
buffer against effects of other illness-related stressors on depression. 
 
3) Is more social support associated with better self-reported general health and 
functioning among HIV-positive, other ill and healthy caregivers? 
 
•Methods: linear regression analysis of quantitative data 
• Overall findings: Social support is directly associated with better self-reported 
mental health for all caregivers. It is also associated with better self-reported 
physical health, but only for caregivers without an existing health condition. 
 
4) What are the perceived mediating pathways and processes explaining the 
relationship between social support and caregiver health?   
 
•Methods: thematic analysis of qualitative data 
• Overall findings: social support is perceived to be positively affecting mental and 
physical health through multiple pathways and mediating processes. Mediating 
mechanisms include psychological variables associated with resilience, coping 















9.1.1. Summary of quantitative findings addressing research questions 1 – 3 
 
Results of the quantitative component of this study were presented and discussed in 
Chapter 6 of this thesis. They indicate that caregiver HIV/AIDS and other illness are 
significant stressors associated with worse mental health for caregivers in this sample, and 
that HIV/AIDS represents a greater risk factor for poor mental health than other chronic 
illness.  
They also provide evidence of a positive relationship between more social support and 
better caregiver health, though findings were not consistent for all health outcomes and 
comparison groups of caregivers. Direct relationships were found between more social 
support and less anxiety. These point to main effects of social support on mental health. 
There was also some evidence of social support buffering against stressors linked to (non-
HIV-related) illness on depression. The positive relationship between greater support 
availability and better mental health was reinforced by evidence of positive significant 
associations between higher social support and better self-reported mental health for HIV-
positive, other ill and healthy caregivers in the sample (as per mental health dimensions of the 
SF-12 general health and functioning tool).  
Quantitative findings with regard to the relationship between social support and 
physical health showed a positive direct association between more social support and better 
self-reported physical health (as per the physical health dimensions of the SF-12 tool); 
however this was only the case for ‘healthy’ caregivers, and not for caregivers living with 













9.1.2 Summary of qualitative findings addressing research question 4 
 
Results of the qualitative component of this research were described and discussed in 
the previous chapter (Chapter 8). They suggest that multiple pathways and mediating 
variables may be explaining the overall positive relationship between more social support and 
better caregiver health, observed through the quantitative analysis. Qualitative findings 
showed that caregivers perceived social support to be positively influencing their mental 
health through various direct and indirect pathways. The direct pathway between social 
support and mental health was explained mainly by the beneficial mental health effects of 
talking about problems, and receiving encouragement and advice.  Mediating processes 
identified to explain indirect effects on mental health included psychosocial variables 
(comprising psychological factors associated with resilience, such as hope, self-esteem and 
self-efficacy) as well as more adaptive and less maladaptive approaches to coping with 
stressors (namely: more active problem-solving coping and distraction, and less rumination). 
Moreover, the qualitative data suggest a further indirect pathway between social support and 
mental health, as a result of (instrumental) social support reducing or eliminating certain 
stressors that negatively impact mental health. Social support was also perceived to be 
positively affecting caregiver physical health, through better mental health and more positive 
health behaviours. These pathways and mediating factors emerging from the qualitative data 
were illustrated diagrammatically in Figure 8.1 in the previous chapter.   
Overall, the qualitative findings showed a high level of consensus among caregivers. 
There were no conflicting positions within themes, and most themes were taken up by male 
and female, as well as ill and healthy caregivers. There were a few exceptions, however. For 












positive caregivers, and the theme of direct positive effects of social support through talking 
about problems was raised mainly by females. Also, the theme of hope, as a key resilience 
variable leading to better mental health, was discussed mainly in relation to HIV-positive 
caregivers. Finally, the importance of the support provider for the support-health relationship 
was discussed primarily in relation to dealing with HIV as a stressor and to the value of social 
support as a general health resource.  
 
9.1.3 Discussion of quantitative and qualitative findings in relation to the theoretical 
framework  
 
Figure 9.1 below is an adapted version of a section of the House et al (1988) model, 
illustrating findings of both the quantitative and qualitative analysis of this study, on effects 
and processes explaining the relationship between social support and caregiver health 
(addressing research questions 1 – 4).  
The green arrows represent pathways supported by the quantitative analysis. These 
are: significant associations between the presence of caregiver HIV/AIDS and other illness 
and worse mental health (represented by the green arrow linking the chronic/acute 
psychosocial stress box to mental health); direct main effects of social support on mental 
health (e2 pathway) and on physical health (specifically for caregivers without a health 
condition) (e1 pathway); and direct stress-buffering effects (specifically for depression) (a 
pathway).  
The red arrows illustrate pathways emerging from findings of the qualitative data. The 












direct effects of social support on mental health. The red arrows linking social support to the 
microbiopsychosocial mediating mechanisms box and, in turn, these mechanisms to mental 
and physical health, represent the perceived positive effects of social support on health 
mediated by various psychological, behavioural and physiological processes. These multiple 
mediating factors, illustrated in Figure 8.1 in the previous chapter (and included again in 
Figure 9.1), could be considered an elaboration of the microbiopsychosocial mediating 
mechanisms box included in the House et al model, as indicated in Figure 9.1 below. 
Moreover, the red arrows linking social support (as an element of microsocial relations) to 
the chronic/acute psychosocial stress box and chronic/acute psychosocial stress to mental 
health represent qualitative evidence suggesting that social support may be improving mental 
health outcomes by reducing the presence of stress or occurrence of specific stressors that 
negatively influence mental health.  
Figure 9.1 allows for a more immediate visual representation of what both the 
qualitative and quantitative indicate regarding support effects and mediating processes, as 
well as potential linkages between these effects and processes. The illustration of quantitative 
and qualitative findings in one diagram is also useful to highlight effects or processes 
supported by both types of data. Moreover, it draws attention to pathways that may not have 
been supported by this study’s data and/or that require further investigation. These are in part 
linked to the limitations of this research. First, it is not possible to ascertain from the 
qualitative work whether the mediating mechanisms identified by caregivers could be 
mediating main (b/d pathway) or stress-buffering effects (b/c pathway) of social support on 
mental health, or both. As a result, the c and d pathways in Figure 9.1 are represented by 
arrows with dashed lines. Second, without being able to test these mediators quantitatively, it 
is not possible to ascertain to what extent direct associations found in the quantitative analysis 












or more of the processes described in the qualitative work, and therefore best represented by 
the b/c and b/d mediated (versus direct) pathways in the diagram. Third, the qualitative 
evidence was unable to provide explanations for the e1 pathway, that is: the direct 
relationship between social support and physical health. This is, however, not surprising, as 
this pathway would require greater knowledge of physiological processes best explored 





























Figure 9.1. Diagrammatic illustration of quantitative and qualitative research findings 
















9.1.4 Reflections on the conceptualisation and measurement of social support in this 
sample 
 
Both the quantitative and qualitative data provide some insight on how caregivers in 
this community conceptualise and experience social support. This has implications for the 
measurement of social support and the approach to future research with this population. The 
main points emerging from this study are indicated below; they are based on a reflection of 
both the quantitative and qualitative research processes and findings. 
 
Importance of the support context. It was clear from the qualitative component 
preparatory work (with isiZulu bilingual research assistants) and the qualitative data 
collection, that a composite construct of ‘social support’ would have been impossible to 
effectively translate into a few isiZulu words, and would have been too abstract a concept for 
respondents to be able to relate to. It became apparent that it was important to refer to 
examples of specific types of support (e.g. help with money or food, providing love and care) 
and, in particular, to the experiences of support received by individual caregivers from 
specific providers, in order to convey an understanding of what was meant by social support 
and to contextualise the interview questions on social support and health. This realisation 
informed the design of the qualitative instrument, which included a description of different 
possible types of social support, as well as questions on caregivers’ most important support 













Social support considered a positive resource for health. It was also clear from the 
qualitative data that participants considered social support a positive resource for health. 
None of the caregivers interviewed in the qualitative study had experienced or could even 
hypothesise negative effects of support. While there were some references to the negative 
psychological effects of having to seek support in difficult times, the receipt of this support 
was always considered a positive phenomenon. This reinforces quantitative findings of 
positive associations between more social support and better health outcomes. It should be 
noted, however, that these findings do not exclude the existence of possible negative effects 
of social relations more broadly (e.g. through social conflict, stigma or social control), the 
measurement of which may be of value with similar populations. It simply suggests that 
social support, as one (functional) element of social relations, is associated with positive 
health effects in this community. 
 
High correlation between types of support. Both the quantitative and the qualitative 
data indicate that the perceived availability of emotional and instrumental social support were 
closely related in this sample. While the original authors of the MOS-SSS scale (Sherbourne 
& Stewart, 1991) found that it measured four specific types of social support (emotional and 
informational support, tangible, positive social interaction and affection) in their work with 
populations in the developed world, factor analysis from this study suggests that the MOS-
SSS scale was measuring only one ‘perceived social support’ construct in this particular 
sample. All MOS-SSS sub-scales – measuring tangible and emotional support – were highly 
correlated in this sample. This indicates that the perceived availability of various types of 
emotional support among caregivers in this study population was highly correlated with the 












investigate the relationship between individual types of support and health using MOS-SSS 
subscales. It should be noted that, on using the MOS-SSS with a sample of 263 Black South 
African adults with diabetes, Westaway et al (2005) identified two factors, respectively 
indicating sub-constructs of socio-emotional and tangible support (as opposed to the four sub-
scales identified by the original authors in their work with chronically ill adults in the USA).  
The high correlation coefficients between subscales with this particular sample instead 
indicate that the MOS-SSS is measuring only one construct of social support, including both 
socio-emotional and tangible support. Qualitative findings appear to reinforce the close 
relationship between types of tangible and socio-emotional support: caregivers felt that they 
were equally important for health, often spoke about different types of support in 
conjunction, and had difficulty conceptualising positive health effects of tangible support in 
the absence of emotional support.  
 
Importance of support providers. Lastly, the many spontaneous references in the 
qualitative data to the importance of who was providing support, suggest that the 
effectiveness of support is often perceived to be influenced by the identity and/or 
characteristics of the individual(s) providing it. This has various possible implications with 
regard to the conceptualisation and experience of support in this community. For example, 
given the perceived importance of instrumental and emotional support provided in 
conjunction, it is possible that respondents received or expected to receive various types of 
support from the same support provider(s). In this community it may therefore be perceived 
to more important to have one or more supportive members in one’s close social network – 













9.2 Discussion of quantitative and qualitative findings in relation to the existing 
literature  
 
9.2.1 Social support as a protective factor for caregiver mental health 
 
Overall, the quantitative and qualitative findings of this thesis reinforce the 
importance of social support as a protective factor for caregiver health. The quantitative 
results provide evidence predominantly of main effects of support on mental health, 
suggesting that social support is a general (mental) health resource for all caregivers, whether 
or not living with (HIV or other) physical illness. These findings are in line with the large 
body of existing theoretical and empirical literature, presented in Chapters 2, 3 and 4 of this 
thesis, that show a positive relationship between more social support and better mental health, 
more frequently observed through main effects (House, Umberson, et al., 1988).  
The qualitative data suggest that the positive relationship between more social support 
and better mental health may be explained by the existence of multiple pathways and 
mediating variables, described in Chapter 8 and illustrated in Figures 8.1 and 9.1. These 
include many of the psychological and behavioural processes identified in the theoretical 
literature (House, Umberson, et al., 1988; Thoits, 2011) and in previous empirical work with 
HIV-positive and broader adult populations; they comprise psychological variables 
associated with resilience and more beneficial coping responses for mental health (Schmitz & 
Crystal, 2000; Simoni, et al., 2005; Yadav, 2010).  
Moreover, the qualitative findings of this research suggest that specific mediating 












mental health of certain sub-groups of caregivers.  For example, greater hope as a resilience 
variable, and more distraction and less ruminative thinking as coping responses, emerged as 
key factors perceived to be mediating the relationship between more social support and better 
mental health for HIV-positive caregivers in particular. These findings recall Yadav’s (2010) 
work with HIV-positive individuals in Nepal, showing positive effects of social support on 
physical and psychological dimensions of quality of life to be mediated mainly through hope. 
They are also to some extent consistent with previous studies showing more problem-focused 
and less emotion-focused coping to be mediators of the positive support-health relationship 
(Burns, et al., 2008; Schmitz & Crystal, 2000); however, this study also shows how some 
forms of emotion-focused coping (i.e. distraction) may also be protective of health. 
Instead, the mental health benefits of emotional ‘unburdening’ through talking about 
problems, as well as rumination and distraction as coping strategies, were all themes raised 
predominantly by female caregivers. There is, in fact, evidence of differences in the way 
male and female caregivers seek or utilise support to deal with stress and distress. For 
example, a 2002 meta-analytic review examining sex differences in coping, found that 
women were more likely than men to seek both instrumental support and emotional support, 
through verbal expressions to others, in order to deal with stressors (Tamres, Janicki & 
Helgeson, 2002).  Also, rumination has been associated mainly with (more intense and 
persistent) depression as an outcome, and studies have found women to be more likely to 
engage in ruminative thinking (J. Smith & Alloy, 2009). In fact, as indicated in the previous 
chapter, some studies have found the gender difference in depression to be entirely mediated 
by the gender difference in rumination (Butler & Nolen-Hoeksema, 1994; Nolen-Hoeksema, 
et al., 1994).  It should, however, be noted that conclusions regarding mechanisms explaining 












the qualitative data deriving from this study, and would require further quantitative 
investigation. 
Lastly, it is interesting that social support appears to be buffering effects of stressors 
deriving from non-HIV-related illness on depression, but not stressors deriving from 
HIV/AIDS. As argued by previous authors, it is possible that resources such as social support 
may be insufficient to protect individuals caring for children from the particular effects of 
HIV, especially when living in difficult social conditions (Mellins, et al., 2000). There could 
also be social factors related to HIV, such as stigma, hindering the ability of social networks 
and social support to buffer against HIV-related stressors, as they may do for other illness. If 
this is the case, it could indicate that measures to address or eliminate stigma could ‘activate’ 
the ability of social support to buffer against the negative mental health effects of HIV. These 
are simply hypotheses however, and would also require further investigation. 
 
9.2.2 Social support as a protective factor for caregiver physical health 
 
Findings of this thesis that speak to the relationship between social support and 
caregiver physical health are less conclusive than those regarding the relationship between 
social support and mental health, likely in part because of the limited instruments available to 
quantitatively measure physical health outcomes. Quantitative findings show social support 
to be positively associated with better self-reported physical health (as measured by the 
physical health component of the SF-12 general health and functioning scale) for caregivers 
without a health condition, but not for caregivers living with HIV or other illness. This may 
be explained by the physical health impacts deriving from an existing chronic health 
condition, whether HIV/AIDS or other illness, which may once again be too large or long-












absence of a relationship between social support and physical health for sub-groups of HIV-
positive and/or ill caregivers do not support evidence of several previous studies showing 
social support to be associated with slower disease progression and better health outcomes 
among HIV-positive individuals (Leserman, 2003; Pakenham, et al., 1994). They are also 
surprising in light of evidence on the strong links between better adult mental and physical 
health (Prince, et al., 2007) and the qualitative data from this study, showing that (ill and 
healthy) caregivers perceived social support to be positively impacting their physical health, 
through better mental health and more positive health behaviours.  
One possible explanation for these apparent contradictions between the quantitative 
and qualitative findings, on the relationship between social support and physical health for ill 
caregivers, is that individual perceptions of better physical health may not always be a true 
reflection of actual physical indicators. Both the quantitative and the qualitative results were 
based on caregiver perceptions. The quantitative study, however, was based on data collected 
from 2477 caregivers, whereas the qualitative study was based on data collected from a small 
group of (24) caregivers, that therefore cannot be generalised to all caregivers in this 
community. Also, as indicated previously, there were limitations of the physical health 
indicator used in the quantitative analysis of this study: only one tool was available in the 
survey to measure general physical health status (the SF-12 and its subscales), as opposed to 
the multiple scales available to measure self-reported and symptomatic mental health 
outcomes, and national normative data was not available to weight the SF-12 subscales. 
Moreover, since biological data was not collected in this study, the self-report physical health 
SF-12 measure could not be cross-checked with biological indicators. Lastly, it is possible 
that the lack of significant associations between more social support and better physical 
health, found in the cross-sectional quantitative analysis for (HIV- and other-) ill sub-












opposite direction: in other words, it is possible that ill caregivers are receiving more support 
as a result of their illness, from what the qualitative data suggests is an overall supportive 
community, which could be obscuring positive effects of more social support on better 
health. These dynamics should best be explored through longitudinal research, as discussed in 
greater detail below. 
 
9.3 Implications of findings for future research 
 
9.3.1 Further research on effects of social support on physical health.  
 
Results of this study point to several key areas for further research. One area would 
comprise further investigation on the support – physical health relationship, with both HIV-
positive and HIV-negative caregivers. As discussed above, whereas quantitative and 
qualitative findings of this work overall highlight a positive relationship between more social 
support and better mental health, findings in relation to physical health effects of social 
support are less conclusive, and in part inconsistent. There is clearly scope for further 
quantitative investigation on the relationship between social support and physical health 
outcomes with similar populations, which ideally should include both self-report and 
biological indicators of overall physical health, and, for ill caregivers, indicators of length of 
illness and disease progression. Moreover, longitudinal studies would be particularly valuable 
to provide insight on the causal directionality of observed relationships, in order to confirm 
that social support is in fact influencing physical health outcomes (as opposed to physical 












9.3.2 Further research on mediating processes explaining the support-health 
relationship 
 
There is also much scope for further research on the mediating mechanisms 
explaining the support – health links within similar populations. The qualitative findings of 
this thesis point to multiple potential pathways and variables mediating the relationship 
between social support and (physical and mental) health among this sample of caregivers. 
They highlight the complexity of the intervening mechanisms explaining the support-mental 
health links, and reinforce the importance of simultaneously measuring and exploring 
multiple mediating variables, as well as their relationship to each other (House, Umberson, et 
al., 1988). While the exploratory model developed from this qualitative work (see Figure 8.1) 
could be useful to serve as a basis for future work, the biopsychosocial processes emerging 
from this analysis should best be tested through focused social support survey tools, and 
quantitative pathway analysis with representative caregiver samples. This would also allow 
for a greater understanding of the mediating processes explaining stress-buffering versus 
main effects, and/or whether similar processes can explain both types of effects (Thoits, 
2011).  
Findings also draw attention to specific pathways and mediators that require particular 
attention. Some of these are relevant to specific sub-groups of caregivers or specific health 
outcomes. For example, based on the qualitative findings of this thesis,  it may be useful for 
future research to quantitatively investigate coping processes such as rumination and 
distraction, as well as the benefits of talking to others about one’s problems, for male and 












psychological resilience variables (e.g. hope) could be investigated with comparison groups 
of ill and healthy, or HIV-positive and HIV-negative, caregivers. 
It would also be useful to better understand why social support may be buffering 
effects of stressors deriving from non-HIV-related chronic illness on depression, but not 
stressors deriving from HIV/AIDS. Research should further investigate what it is about living 
with HIV/AIDS that makes it a greater risk factor for mental health than other chronic illness 
and prevents the ability of social support to buffer its effects on depression, as it may do for 
other chronic illness. Perhaps further focus should be afforded to the role of social factors, 
such as stigma, that may be hindering potential stress-buffering effects of support among 
caregivers living with HIV. 
The exploratory model developed from the qualitative data also draws attention to 
several pathways and mediators that deserve greater attention. An example is the direct 
pathway between social support and physical health and, more generally, the physiological 
processes explaining (direct or mediated) effects of support on physical health outcomes. 
Though there were various (spontaneous) references in the data to certain physiological 
processes (e.g. appetite, blood pressure, fatigue), these were raised to explain the link 
between better mental and physical health, as opposed to the direct pathway between social 
support and physical health outcomes. Much still remains to be uncovered around these 
processes, both with this sample of caregivers and more broadly. This would likely be best 
achieved through further studies that link behavioural and biomedical data.  
Moreover, while there was some allusion in the qualitative data to positive health 
behaviours being in part indirectly influenced by social support through psychosocial factors 
such as hope or self-esteem, the link is rather weak. This would be another area to further 
explore, in order to better understand the relationship between variables mediating the social 












9.3.3 Further research on sources of support and support networks 
 
Given findings related to the MOS-SSS scale and qualitative data showing strong 
links between instrumental and emotional support, it would appear that investigating the 
health effects of specific types of support may be of limited use in this population. These 
findings, as well as those on the importance of support providers, suggest it may be more 
useful for future research with similar populations to employ social support tools with 
subscales that measure specific sources of support. It may also be worthwhile for research to 
better understand the importance of specific support providers for the protective effects of 
support on health. This would include addressing questions around whether some providers 
are associated with greater health benefits of support and whether specific providers/provider 
characteristics are of particular value in dealing with specific stressors (Lakey & Orehek, 
2011; Thoits, 2011). 
There is also considerable scope for future research to explore the relationship 
between structural (network) and functional dimensions of support with similar populations. 
While support types, providers and processes are three distinct dimensions of support, it is 
important to achieve a better understanding of their linkages in relation to health among 
specific populations; for example, to determine whether the types of support most important 
















9.3.4 Intervention research 
 
Lastly, for this research to be of practical relevance for the wellbeing of caregiver 
populations in Southern Africa, there should also be a greater focus on the design and 
evaluation of social support components for interventions to be implemented with similar 
populations. In this respect it would be particularly useful to better understand which 
dimensions of social support (e.g. providers, types of support) are most important for mental 
health, as well as the different ways in which this support may be affecting mental health 
(House, Umberson, et al., 1988; Uchino, et al., 2012). A further key question, that future 
research (and interventions) should pay greater attention to, is the extent to which these 
dimensions of existing informal social networks can be successfully replicated and/or 
included in formal programmes. The evidence of a positive relationship between more social 
support and better health outcomes, provided by this and many other studies, is based on 
support deriving from naturally occurring relationships, versus experimental situations or 
intervention components. It would be important to better understand whether and how 
benefits deriving from these naturally occurring (generally longer-term) relationships can be 
successfully applied to (often shorter-term) interventions (Ertel, Glymour, & Berkman, 2010; 
Holt-Lanstad, et al., 2010). This point will be further considered below, in the next section 
















9.4 Relevance for policy and practice 
 
In order for evidence showing the importance of social support to have a positive 
impact on the wellbeing of caregivers living in HIV-endemic communities, it would need to 
effectively inform policy and interventions aimed at protecting the health of these caregivers. 
This section discusses implications of this study’s findings for policy and practice, and 
describes some of the social support interventions that have been implemented and 
documented in the international published literature.  
 
9.4.1 Implications of this study’s findings for policy and practice 
 
This study’s findings of an overall positive relationship between social support and 
mental health have important implications for policy and interventions aimed at safeguarding 
the health of caregiver and child populations in similar Southern African communities. This 
is not only because of high levels of mental health conditions (Patel, 2007) and the mental 
health risks of HIV, but also because worse mental health has been linked to disease 
progression and mortality (Antelman, et al., 2007; Ickovics, et al., 2001; Sherr, et al., 2011), 
as well as worse parenting and child health outcomes (Reading, 2005; Stein, et al., 2008). 
These mental health risks and potential protective effects of social support have particular 
relevance for female caregivers and the children they care for, given that women in the region 
are taking on the majority of caregiving responsibilities for children and are 
disproportionately affected by HIV and mental health conditions (WHO, UNAIDS, & 
UNICEF, 2011; World Health Organisation, 2012).  
Overall, results of this study highlight the importance of affording more attention to 












(Prince, et al., 2007), and suggest that social support could be a valuable component of such 
interventions. This may be particularly important in situations of limited formal mental health 
facilities and low uptake of existing services, such as that of South Africa. On the one hand, 
social support components could be included within broader health programmes, for example 
through support groups, health providers or interventions aimed at strengthening existing 
networks (Davies, Hortona, Williams, Martin, & Stewart, 2009; S. Mason & Vazquez, 2007; 
Mitrani, McCabe, Robinson, Weiss-Laxer, & Feaster, 2010). On the other, there may be 
opportunity for existing informal support networks and initiatives to serve as a platform for 
psycho-educational initiatives and higher uptake of formal health services.  
For example, the qualitative data from this research indicate that access to support 
groups (e.g. through clinics or other community channels) may be an effective component of 
caregiver health interventions in these communities. Support groups were highlighted by 
caregivers in this study as important sources of instrumental, informational and emotional 
support.  Similarly, HIV-positive parents participating in pilot intervention studies in the U.S. 
(Davies, et al., 2009; S. Mason & Vazquez, 2007) also highlighted the benefits of psycho-
educational support groups that combined self-care and caregiving information/education 
with longer-term informal interaction between individuals with similar stressors. In line with 
our data, they showed the importance of confidentiality, trust and, more generally, a safe 
space where participants are understood and not stigmatised (Davies, et al., 2009; S. Mason 
& Vazquez, 2007).  
Moreover, while caution should be exercised in making policy and practice 
recommendations based on qualitative findings with a small sample, it is worth noting that 
the qualitative data from this study, together with findings of previous studies, point to some 












interventions. These relate to the types of support most effective for health, the possible 
mediating variables explaining effects of support, and the nature of support providers.  
First, with regard to types of support, qualitative findings suggest that health 
interventions working with caregivers, especially HIV-positive caregivers, should seek to 
combine both emotional and tangible support, for example: home-based care initiatives that 
provide advice, encouragement and comfort as well as practical assistance with health care, 
transport to health facilities and caregiving tasks (Davies, et al., 2009).  
Second, the qualitative data from this study and previous studies suggest that, besides 
encouraging practical health behaviour and facilitating access to health resources, it is 
important for health interventions working with caregivers to focus on strengthening 
resourcefulness factors, such as hope, self-esteem and self-efficacy, and more active coping 
responses to stressors. Providing the hope of being able to live a normal life and have a better 
future appears to be especially important for HIV-positive caregivers. Also, the qualitative 
data suggest that HIV-positive, and especially female, caregivers should be protected from 
social isolation to avoid the potential adverse mental health effects of ruminative thinking 
around their illness and imminent death.  
Third, qualitative findings suggest that support interventions should pay particular 
attention to the qualities of support providers and caregivers’ relationship to these providers. 
Home-based carers or other support providers recruited by health programmes working with 
ill caregivers should be individuals with characteristics that allow them to relate to the 
caregivers’ situations and provide empathy. Once again, this may be particularly important 
for HIV-positive caregivers; given the presence of HIV-related stigma in many communities, 
it is essential that the individual(s) providing care and other support are able to identify with, 












It should, however, be noted, that there is likely no ‘one-size-fits-all’ solution. 
Individual social support interventions should be designed and evaluated taking into account 
the social and cultural characteristics of the specific context and target population, the 
objectives of the intervention and the available resources. 
 
9.4.2 Evidence of health impacts of applied social support interventions  
 
In considering the potential value of findings of this research for interventions, it may 
be useful to look at existing health interventions with similar populations that incorporate 
elements of social support, and consider their degree of success. Most past or current 
initiatives of this nature include one or more of the following components: support groups; 
professional assistance and/or education (including cognitive behavioural therapy); and 
measures intended to improve existing social relations or networks.  
Unfortunately most interventions aimed at strengthening or utilising social support to 
promote health with HIV-positive caregivers of children appear to be fairly recent and have 
been implemented mainly in the USA
20
. Moreover, in some cases impact evaluations have 
                                                          
20 It should be noted that two interventions with pregnant HIV-positive women (though not specifically 
caregivers of children), implemented in South Africa, have shown promising results on psychosocial variables, 
coping and mental health. The first is a pilot trial of a peer mentoring programme and a culturally adapted 
cognitive behaviour intervention (CBI) from the USA, rolled out in conjunction with PMTCT in two South 
African townships. The programme included the support of a ‘mentor mother’ and an eight-session cognitive 
behavioural intervention. Its evaluation suggests it improved social support and reduced depression scores 
(Futterman et al., 2010). The second intervention consisted of a 10-session psychosocial support group 












not been carried out or have shown mixed results. For example, both Mason and Vasquez (S. 
Mason & Vazquez, 2007) and Davies et al (Davies, et al., 2009) documented the 
implementation of programmes employing group sessions to enhance social support and 
provide health education and awareness among HIV-positive parents in the USA. Though 
positive participant feedback was reported, to date no assessments of health or treatment 
adherence outcomes have been conducted. Hansell et al (Hansell, Hughes, Caliandro, & 
Russo, 1999) reported results of a modified case management approach intervention which 
assisted HIV-positive and HIV-negative caregivers of AIDS-affected children in the USA in 
identifying and accessing support resources; these showed success in boosting social support 
of the HIV-negative caregivers, but not of the HIV-positive caregivers. The authors 
concluded that boosting social support alone may be insufficient to buffer the numerous 
sources of stress faced by caregivers who are dealing with their own health crises (Hansell, et 
al., 1999).  
Instead researchers based at the university of Miami have, for years, been 
implementing and evaluating interventions defined as ‘Structural Ecosystems Therapy‘ (or 
SET), an extension of family therapy designed to identify and correct maladaptive social 
interactions between the individual, the family and the broader social environment (e.g., 
health care providers) (Szapocznik et al., 2004). Evaluations through randomised clinical 
trials have, however shown mixed results, including better adherence to antiretroviral 
medications, less family hassles and lower psychological distress among low-income African 
American women with HIV, but not increased family support; moreover, this approach is 
                                                                                                                                                                                    
Positive effects were found on (more active, less avoidant) coping styles, disclosure of HIV status and self-














resource intensive (Feaster et al., 2011; Szapocznik, et al., 2004) and likely not feasible or 
appropriate for resource-deprived settings. It is clear that intervention research in this area, 
with HIV-positive individuals and/or caregivers, still has a way to go and that interventions 
need to be further developed and refined and their longer-term benefits assessed. Moreover, 
these programmes may not be appropriate for very different contexts in the developing world, 
and would have to be adapted for and assessed in these settings.  
More broadly, the international literature documenting the application of social 
support interventions for health promotion among (ill and healthy) adult populations have 
also shown mixed and, in some cases inconclusive, results. Based on a review of social 
support interventions, Ertel et al (2010) conclude that, while there is some evidence of 
interventions improving networks through self-help groups and skills-building, and 
enhancing support for positive health behaviours, many other initiatives (including clinical 
trials) have not provided evidence of long-term health benefits (Ertel, et al., 2010; Uchino, 
2006). The authors suggest that, in some instances, the absence of an observed impact of 
these interventions may be a result of methodological limitations (e.g. small samples and 
sampling bias, the absence of an adequate social support measure). However, they argue that 
the absence of observed long term positive health impacts could also be reflecting 
shortcomings of the interventions themselves and the assumptions driving them. For 
example, these interventions may not alter social support enough, or (in the case of 
individuals with existing health conditions) may not intervene at the ‘appropriate etiological 
period’ (Ertel, et al., 2010, p. 83) or it may simply be that social support was not the key 
causal agent. The authors conclude by highlighting a number of areas that merit greater 
theoretical and empirical attention in order to improve the success of future interventions. 
These include questions around: which individuals to best target (e.g. those most at risk or 












whether to intervene after the occurrence of a stressful event); the type of support provided 
and the nature of the support provider(s); the potential to alter an individual’s social 
environment (Ertel, et al., 2010). Also, as pointed out by Uchino et al (2006), we do not know 
how much of a change in social support may be needed or how long an intervention is 
necessary to influence health outcomes that have a long-term aetiology.  
 As indicated previously, an important question that emerges from the intervention 
literature is the extent to which dimensions of existing informal social networks can be 
successfully replicated and/or included in formal programmes, or used as a platform for 
health promotion. Many existing social support interventions are based on support provided 
by health professionals or other people outside of the recipient’s close informal social 
network. Instead, much of the empirical evidence on associations between social support, 
health and mortality is based on “naturally occurring social relationships” (Holt-Lanstad, et 
al., 2010, p. 14), linked to broader social integration. Holt-Lanstad et al (2010) argue that 
“facilitating use of naturally occurring social relations and community-based interventions 
may be more successful than providing support through hired personnel” (p. 14). They also 
suggest that “multifaceted community-based interventions may have a number of advantages 
because such interventions are socially grounded and include a broad cross-section of the 
public” (p. 14). This may be particularly relevant in the context of rural or semi-urban HIV-
endemic Southern African communities for example, where living conditions and cultural 
norms often foster a strong sense of community and social regulation.  
Another related issue to consider is the temporal dimension of social support 
interventions in relation to “naturally occurring relationships”. Relationships with close 
network members are typically long-term, whereas applied social support interventions may 
be relatively short-term (e.g. consist of a limited number of psychosocial support sessions). 












term initiatives can indeed have positive effects in the longer run, as this would be essential 
for better health and longevity. As summed up by Ertel et al (2010; pp. 86 - 87):  
The notion of intervening in complex social relationships and structures is inherently 
difficult and complicated. Given this complexity, along with the state of the science 
and the limitations discussed above, it seems that we have a lot of work before us to 
figure out how and when to best intervene to enhance the social environment… 
Perhaps the most effective interventions will be those that enable people to maintain 
durable, deep social relationships and those that mobilize health-promoting resources 
that can flow through such networks.  
 
9.5 Limitations and strengths of the research 
  
9.5.1 Conceptual limitations of this research 
 
As explained in Chapters 1 and 2, this research focuses on social support as a 
functional dimension of social relationships, and as such, on its positive role as a coping and 
general health resource. Thoits (2011) highlights that ‘social support’ is a term that has 
positive connotations, referring to beneficial consequences of actions or at least to beneficial 
intentions. This excludes, however, the ‘dark side’ or potential negative aspects of social 
relationships (Thoits, 2011), including social conflict or relationship sources of stress or 
strain, which have been shown to be negatively associated with health outcomes and to even 
cancel or outweigh the positive effects of support (Ingram, Jones, Fass, Neidig, & Song, 












scope of this work, it could be useful for future research to investigate both these positive and 
negative aspects and their relevance for health.  It should, however, be noted that this study 
did allow for potential negative effects of social support to be identified (for example, well-
intended supportive actions that may have had unintended negative consequences), both 
through quantitative associations investigated and/or through questions on negative effects of 
support in the qualitative interviews. However, neither the quantitative nor the qualitative 
data provided evidence of negative health effects of social support
21
. 
Moreover, as previously indicated, the social support construct and measurement tool 
used in the survey component of this study focused on the functional dimension of social 
support, that is: the perceived availability of both emotional and instrumental support. This 
study did not collect data on the structural dimensions of social support (e.g. size of support 
networks, types of relationships). The decision to focus on the functional, versus structural, 
aspects of social support was based on both conceptual and methodological considerations. 
First, as indicated previously, measures of functional aspects of support have been found to 
be more important for health outcomes (especially for mental health) than structural 
properties of support (S. Cohen & Wills, 1985; Ryan & Willits, 2007). Second, the 
quantitative survey instrument, designed for a broader household health survey, would not 
have been well suited to collect complete and high quality data on social networks. An 
investigation into the social networks of caregivers would best be achieved by means of a 
separate focused study employing social network theory and methodology.  
 
                                                          
21
 As indicated in reporting the qualitative findings of this study in 8, the only mention of negative effects of 
support on health referred to the stress and anxiety related to support seeking or not receiving the support 
needed. This is, however, distinct from support available or actually received, which was always associated with 












9.5.2 Methodological limitations of this research 
 
Since the quantitative component of this doctoral research was part of a larger health 
survey, the instrument was designed to investigate the health of children aged 10-17 and their 
primary caregivers more broadly, as opposed to a survey focusing on social support and 
health. Besides the social support instrument, the variables used in this analysis were 
therefore limited to health indicators and other information included in the survey instrument, 
selected by the research team (including the doctoral candidate) based on the broader survey 
objectives. While this allowed for the inclusion of various health indicators to test the 
relationship between social support and health, potential mediating variables of interest (such 
as coping styles and psychosocial variables) were not included in this survey and therefore 
were explored qualitatively rather than quantitatively. As explained above, this limited the 
ability to link effects of support (found quantitatively) with potential mediating variables 
(emerging from the qualitative evidence).  
It should also be noted that the quantitative analysis did not include a measure of 
background life stressors. This precluded the assessment of whether social support was a 
significant predictor of depression and anxiety after controlling for background life-stress.  
Where possible, it would be useful for future analyses quantitatively exploring the protective 
role of social support for mental health to include an indicator of other background life 
stressors, in order to assess whether the effect of HIV or other illness may be explained by the 
presence of these stressors. This understanding would be useful to determine whether 
interventions should (also) be aimed at the other concomitant stressors. 
A further limitation of this research, particularly for the quantitative component, is the 












(Haber, et al., 2007) and health surveys more generally, as most have to rely on self-report 
measures of key support and health indicators. These measures are likely to be influenced, to 
some extent, by perceptions, reporting bias and/or inaccuracies.  
Moreover, most of the available psychometric assessment tools for the key (health 
and other) constructs of interest had not been validated in South Africa. This posed a 
challenge for the cross-cultural validity of tools, once again common to most survey research 
conducted in the developing world. In order to minimize the effects of these limitations, 
where scales validated in South Africa were not available, the team prioritised scales with 
excellent psychometric properties and/or that had been previously used in South Africa or in 
similar settings. Also, all tools included in the survey instrument had been piloted and/or used 
in previous studies conducted by members of the broader research team.  
A related challenge was presented by the need to translate assessment tools originally 
conceptualised in English into the local language (in this case isiZulu). While every effort 
was made to rigorously translate and back-translate assessment tools by means of a staged 
process, it should be acknowledged that translation may still not have perfectly captured 
equivalent constructs. However, this risk is common to most cross-cultural health research 
(Casale, et al., 2011; Hanna, Hunt, & Bhopal, 2008; Jain & Jadhav, 2009) and is less of a 
concern for certain tools (e.g. the CES-D) for which studies have tested the conceptual 
equivalence of translations for South African populations (Smit, van den Berg, et al., 2006; 
Ware, et al., 2007). 
The particular limitations of the physical health indicators have already been 
highlighted. The quantitative study did not collect biological indicators, to cross-check 
measures of self-reported health and/or HIV status. Specific limitations in the measurement 












already been discussed. The verbal autopsy method also entails a margin of error in 
classifying HIV-related illness or death, as indicated by its validation studies, cited in Chapter 
5 (Kahn, et al., 2000; Lopman, et al., 2006). Nevertheless, the VA remains the best tool 
available in the absence of bio-indicators and/or reliable data on cause of death. It should also 
be noted that the indicator for HIV/AIDS in this study does not take into account individual 
stage in disease progression, and does not separate caregivers with symptomatic and 
asymptomatic HIV. Where possible, it would be useful for future analyses to investigate 
differences in the social support – health relationship for HIV-positive individuals at different 
stages of disease progression. It should also be noted that the ‘chronic illness’ indicator, used 
to identify the ‘other ill’ subgroup of caregivers, took into account various conditions, 
including hypertension, cancer and diabetes, which likely have very different impacts and 
care needs; future analyses may be able to explore these differences and/or further 
disaggregate this indicator. A further limitation of the survey research is presented by its 
cross-sectional design, which limits the ability to infer causality. It is possible for social 
support to influence health, for health to influence social support or for both of these effects 
to co-exist, representing a circular form of causation. Turner’s (1981) synthesis of findings of 
four empirical studies linking social support and psychological wellbeing at two points in 
time suggests, in fact, that part of the causation goes from social support to health and part in 
the opposite direction (Turner, 1981). Reverse causality could be explained by the potential 
influence that a person’s pre-existing physical and mental health status, or psychosocial traits, 
could have on his/her social relationships (Thoits, 2011). While the theoretical framework 
and research questions guiding this work are based on the assumption that social support is 
influencing health outcomes, it should be noted that longitudinal research would be best 












Spuriousness, on the other hand, is a challenge common to most social support and 
health research, and refers to ‘third factors’ that could affect both levels of social support and 
wellbeing, thus ‘explaining away’ observed positive or negative associations (House, 
Umberson, et al., 1988; Thoits, 2011). Examples of these include personality factors, such as 
optimism, pessimism, neuroticism and social competence. However, despite limitations 
represented by reverse causality and spuriousness, there is agreement among key authors that 
these phenomena cannot completely explain repeated – and in some cases longitudinal - 
observations of significant associations between social support, mortality and morbidity 
(Green, 1993; House, Umberson, et al., 1988; Thoits, 2011; Uchino, et al., 2012). 
Lastly, the main limitation of the qualitative component, as for all qualitative research 
with small samples, is that the sample population cannot be considered representative of 
caregivers in this or other similar communities, and findings therefore have limited 
generalizability. However, as previously discussed, there are also advantages of having 
explored mediating processes explaining the support-health relationship qualitatively: it 
allowed for a more exploratory and grounded approach, through which new or more nuanced 
mechanisms, relevant to this specific community and population, would have been able to 
emerge. This speaks to recent calls, by key authors in the social support – health field, for 
greater openness to identifying and exploring new mediating variables (Uchino, et al., 2012).  
 
9.5.3 Research strengths 
 
It should be noted that this research also has a number of strengths. Some of these 
strengths derive from its links with the broader Young Carers project. A quantitative 












this doctoral research if it had not been linked to a broader health survey, given the resources, 
coordination and partnerships required to carry out similar large-scale survey research. The 
quantitative component of this doctoral research (n = 2477) represents the largest known 
study ever conducted in Southern Africa to quantitatively investigate the relationship between 
social support and caregiver mental and physical health. As highlighted by the systematic 
review findings (presented in Chapter 3), it is the first study conducted in Southern Africa to 
quantitatively assess the relationship between social support and health outcomes among 
HIV-positive caregivers of children. The ability to distinguish between HIV-positive, other ill 
and healthy caregivers adds additional value to this study and renders it the first known study 
in the world to conduct similar analysis with these comparison groups.  
The positioning of this doctoral work within the broader national Young Carers study 
also allows for greater potential for findings to be used to inform further cross sectional 
analysis (for example, to link the findings of this work to child health outcomes), as well as 
policy and practice. As previously indicated, findings of relevance to governments, NGOs 
and other development agencies will be disseminated as part of the larger Young Carers 
utilisation plan, through various tools including policy briefs and presentations at stakeholder 
meeting. Given the existing partnerships with government departments and NGOs, the 
channels for using findings from this research to inform policy and practice are already open.  
Finally, this study has the potential to make a unique contribution to the empirical and 
theoretical literature, as a result of its mixed methodology and focus on both effects and 
pathways explaining the relationship between social support and health. The opportunity to 
design the qualitative component after conducting preliminary quantitative analysis allowed 
the qualitative work to be in part informed by the quantitative work and to be used to further 
explain key quantitative findings. As is evident from the theoretical and empirical literature 












associations is currently of particular relevance to the field of social relations and health, 





Overall, findings of this study provide evidence of the important protective role of 
social support for the health of adult caregivers of children living in HIV-endemic South 
African communities, particularly for mental health. The quantitative findings with regard to 
symptomatic anxiety and self-reported mental health showed social support to be a general 
mental health resource for caregivers of children in the two researched communities, 
regardless of whether these caregivers were facing specific stressors related to HIV or other 
illness. Quantitative findings also suggest that social support may be a particularly important 
protective resource against depression, for caregivers of children living with chronic (non 
HIV-related) illness. This result is important to consider in the context of high risks for 
mental health among this sample and similar populations of caregivers, who are likely 
dealing with multiple stressors including illness, poverty and challenges linked to child 
caregiving. Moreover, these findings are relevant not only for caregiver health, but also for 
the health of children in their care, given the links between more parental social support and 
better parental health, and better child health and behavioural outcomes (Gay, 1995; Hough, 
et al., 2003; Reading, 2005).  
The qualitative findings of this study suggest that multiple pathways and 












observed main and stress-buffering effects of social support on health among this sample of 
caregivers. The exploratory model diagram, developed to illustrate these findings (Figure 
8.1), aims to contribute to the existing empirical gap on the pathways explaining positive 
health effects of support among populations of caregivers and HIV-affected individuals in 
Southern Africa. It may serve as a useful point of reference for future quantitative research in 
this area, conducted with similar populations. 
To a large extent, the results of this research reinforce the broader empirical work on 
social support and health among HIV-positive and caregiver populations, conducted mainly 
in the developed world. However, they also provide a more in-depth and nuanced 
understanding of the dynamics explaining the support – health relationship in this specific 
population of caregivers.  
This study has the potential to make a unique contribution to the empirical and 
theoretical literature in the field of social support and health.  As previously indicated, it 
represents the first mixed methods research on social support and health with HIV-positive 
and HIV-negative individuals in the Southern African region. By employing quantitative and 
qualitative methods to explore both effects and processes explaining support-health 
associations among this particular population of caregivers of children in HIV-endemic South 
African communities, this research contributes to bridging the ‘first order questions’ (of 
whether there is a relationship between social support and health) with the ‘second order’ 
questions (of why and how these associations exist), referred to by various key authors in the 
field, for this particular population. As such, it furthers our general understanding of the 
relationship between social support and mental health among caregivers of children, as well 
as our specific understanding of these relationships in the context of HIV and illness. It can 












Moreover, the findings of this mixed methods study have implications for policy and 
practice aimed at protecting caregiver and child health in Southern Africa. Overall, these 
findings expose the large scope for further research in the field of social support and health, 
with caregiver and/or HIV-affected populations, in the Southern African region. They point 
to the need for future focused quantitative social support research with representative 
caregiver populations, able to link support effects on health with hypothesised mediating 
processes. Findings of this study also suggest that the social support - health relationship may 
not be consistent for all groups of caregivers and all outcomes, but instead may differ based 
on characteristics such as illness status, gender and the type of health outcome investigated. 
Future research should seek to further explore these differences and the reasons behind them.  
In Southern Africa, the HIV epidemic is having and will continue to have 
considerable health and broader social impacts on households, communities and social 
systems. In similar developing world contexts, where the availability and uptake of formal 
health services are often limited (Seedat, et al., 2009), ‘informal’ social resources, such as 
social support, may be of particular importance for caregiver and child wellbeing. It should 
not, however, be forgotten that providing support has a cost.  The increasing dependence on 
family and community support, in the presence of HIV and difficult livelihood conditions, 
can place strain on communities and informal social networks, possibly weakening them or - 
in extreme cases - even leading to their collapse. Qualitative evidence from HIV-affected 
Southern African communities suggests that family and social networks in these communities 
are, in effect, taking strain (Belsey, 2005; Casale, 2011; The Joint Learning Initiative on 
Children and HIV/AIDS, 2008; Yamano, et al., 2006).  This is particularly concerning for the 
wellbeing of children, given the central role that informal caregivers and families play in 
protecting children from the impact of HIV, and providing them with sustainable long-term 












country research conducted in Southern Africa in fact exposes how the capacity of families to 
protect children is often fragile and highly dependent on the social context in which they find 
themselves (The Joint Learning Initiative on Children and HIV/AIDS, 2008).  
A key focus for future research and practice should therefore be the development and 
evaluation of interventions aimed at boosting and protecting existing informal social 
networks and support, and increasing the availability and uptake of institutional support for 
caregivers and their families.  Findings of this study suggest that greater attention should be 
paid to the social environment when designing and implementing mental health interventions 
(Prince, et al., 2007), and that social support could be a valuable component of health 
interventions working with ill and healthy caregivers.  
However, in order to more effectively develop and evaluate social support 
interventions, it will be important to continue furthering our understanding of how the 
support that “naturally occurring” networks and relationships provide (or cease to provide) is 
able to positively affect health outcomes. This understanding is central to determining 
whether and how these naturally occurring supportive relationships may be replicated, 
incorporated within, or linked to formal health services and support. It would allow us to 
more effectively intervene to protect and strengthen informal and institutional support for 
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APPENDIX 1: LOCATION AND METHODOLOGIES OF STUDIES INCLUDED IN THE SYSTEMATIC 
LITERATURE REVIEW 
Table A1: Location and methodologies of studies included in the systematic literature review 
Study Reference Country Sample  Study design and data 
collection methods 
Main Data Analysis 
Method 
1 Burns, M., et al. (2008).  
 
Prado, G., et al. (2004).  
USA 265 urban, low-income 18+ HIV-positive 
African American mothers with at least 1 
child. 
Participants recruited from an urban 
medical centre and affiliated clinics and 







2 Cook, K.  (1997).  USA 54 HIV-positive women who were 
primary caregivers of at least 1 child 
below 12 years, mainly African American 
(51%) and Latina/Hispanic (24%). 
Participants recruited from HIV support 
organisations and clinics or through 




Bivariate statistical tests, 













3 Gay, C. (1995).  USA 50 mainly African American (80%) HIV-
infected mothers of at least 1 HIV-
infected child between 1 -7 years, 
recruited from a clinic at a large urban 





Sub-sample of 35 
mothers also observed 
interacting with their 
childre . 
Mainly bivariate 
statistical tests and 
selected simple 
regression models. 
4 Hough, E., et al. (2003).  USA 147 HIV positive mainly African 
American (86%) mostly biological urban 
mothers living with at least 1 healthy 
child between 7 and 14. Mothers were 






5 Klein, K., et al. (2000).  USA 66 HIV-positive and 139 HIV-negative 
African-American mothers 18-45 with at 
least 1 biological child between 6 and 11 
residing in the same household.  
HIV-infected mothers were recruited 
from an HIV Outpatient Programme 
Clinic.  A demographically matched 
group of HIV-seronegative mothers and 
their children were recruited from public 
schools through a stratified random 
sampling procedure. 
Longitudinal study with 
data taken from 2 
assessment periods 





analysis conducted with 












6 Leslie, M., et al. (2002). USA 295 mainly Hispanic (45%) and African-
American (34%) HIV-positive parents 
(81% mothers and 19% fathers) of at 
least one 11-18 year old child.  
Participants recruited through an AIDS 






7 Mellins, C., et al. (2000). USA 40 HIV-positive, mainly African American
(47.5%) and Latina (35%) single mothers
of children 2.5 - 6 years exposed to HIV 
in utero. Mothers recruited from







8 Miles, M., et al. (1997). USA 54 HIV-positive mainly African American
(91%) biological mothers of infants who
were born seropositive. 
Participants recruited through paediatric 
infectious disease clinics.
3 rounds of data 
collection via 
questionnaires, over a 
period of approx. 12 
months. 
Medical records also 





involving a hierarchical 












9 Murphy, D., et al. (2002).  USA 135 mainly African American (39%) and 
Latina (36%) HIV-symptomatic or AIDS-ill 
mothers with at least 1 healthy child 
between 6–11 years.  
Mothers were recruited from urban 
clinical primary care sites and AIDS 





Medical charts also 
examined.   
Bivariate tests, such as 
chi squared; T-tests and 
point-biserial 
correlations. 
10 Robbins, M., et al. (2003).  USA 38 African American HIV-positive 
women 18 + who had given birth within 
the 3 months prior to recruitment. The 
women were recruited from the medical 
clinics of a large public hospital. 
Cross-sectional.  
Self-reported data 
though 2 administered 
interviews within 2 
weeks of each other. 







11 Rotheram-Borus, M., et al. (2010).  Thailand 409 HIV-positive caregivers (73% 
mothers) of at least one child between 6 
and 17.  
Participants were recruited from 4 

















12 Sharts-Hopko, N., et al. (1996).  USA 41 mainly African-American (68%) HIV-
positive mothers. Participants recruited 
from a community programme at an 
infectious disease clinic over a 6-month 




Bivariate analysis of data 
(Pearson product-
moment correlations). 
13 Silver, E., et al. (2003).  USA 220 low income mostly Black (54%) and 
Latino (37%) mothers with late stage 
HIV/AIDS living with at least 1 HIV 
negative child between 2 and 12.  
Participants recruited from a municipal 
AIDS services programme providing 
income support and case management 






14 Stock, M. (2001).  USA 65 HIV-positive African-American urban 
mothers 18-45 with non-infected 
children between 6 and 11.  
Participants recruited from 2 primary 
public HIV clinics. 
Exploratory, 
longitudinal test-retest 
study that collected 2 
waves of self-reported 
data, one at baseline 
and one 30-34 months 
later.  
Medical charts also 
reviewed to extract 
data pertaining to the 
participant's health 
status (CD4 count and 

















15 Wyatt, A. (1997).  USA 50 HIV positive mothers mainly (72%) 
African-American. Mothers recruited 



















































































































































































































































































































































































































































































































































































































































Social Support and Caregiver Health Project: 
Participant Information and Consent Form (English version) 
 
 
Purpose and Value of Study 
 
The Health Economics and HIV/AIDS Research Division (HEARD, University of KwaZulu-Natal) is 
conducting a study to better understand how social support affects the health and wellbeing of 
caregivers of children. Marisa Casale from HEARD is the lead researcher who will be carrying out the 
study with her team.  
 
Sharing your experience as a caregiver is very important because we know very little about the 
support caregivers of children are receiving from family, partners, friends and the broader 
community, and how this helps them cope with the health and other challenges they are facing. The 
information you share will help government officials and organisations helping children and 
caregivers to better understand your needs. This study has been reviewed by and received ethics 
clearance through the University of Kwazulu-Natal Humanities and Social Sciences Research Ethics 
Committee. 
 
Potential Participants and Procedures 
 
You are being asked to participate in this study because you care for a child(ren) and you 
participated in the uKunakekela ‘Young Carers’ survey. If you agree to be in the study, I will ask you 
some questions about yourself, your health, your living circumstances, the type of support(s) you 
receive from family, friends and the community, and how you see this as affecting your health and 
ability to cope with challenges faced. I will conduct a maximum of two interviews with you and each 
will take about one hour. I will take notes on what we talk about. All of these notes will be stored in 
a locked file cabinet and only research staff working on this study can look at this information. If you 












Discomforts and Risks 
 
These interviews should not make you uncomfortable and do not pose any risks. You can refuse to 
answer some or all of the questions at any time. This decision will not affect any services or help 
which you or your child are getting or waiting to receive, or have any other penalties. If you want to 
stop the survey or do not feel comfortable answering questions, just tell any member of the 
research team at any time. Participation in this study is voluntary. This means you can refuse to be a 
part of this study or you can decide to withdraw from this study at any point without penalty or loss 
of benefits. If you wish to stop at any time, just, tell Marisa Casale or her research team. 
 
Participation in this study also means that you share some personally identifying information with us 
such as your name, address, phone number. This personally identifying information will never be 
given to others. This means that only the research team will have access to this information about 




You will receive no direct payment for participating in this research. However, the information you 




Please ask Marisa Casale and her research team if you have any questions, comments, or concerns 
about this study. Her contact details are below.  
Marisa Casale  
Health Economics and HIV/AIDS Research Division 
University of KwaZulu-Natal, Westville Campus 
Private Bag X54001   
Durban 4000  
South Africa  
Telephone: 031 260-2592 or 082 9090276 
Fax: 031 260-2587  
Email: casale@ukzn.ac.za 
If you have questions about your rights as research subjects, you may ask to speak with Phume 
Ximba at the University of Kwazulu-Natal Human and Social Sciences Ethics Committee, at this 














Have you read or been read this information and understood the information given to you here? 
□ Yes  □ No 
Have you had your questions answered by Marisa Casale or her research team, received answers, 
and been able to ask for additional information? 
□ Yes  □ No 
Do you understand that this study has been reviewed by (enter name of ethics committee once 
ethics approval received)? 
□ Yes  □ No 
Do you understand that you can withdraw from the study without penalty at any time by telling any 
member of the HEARD research team? 
□ Yes  □ No 
Do you understand who will have access to your data, how this data is stored, and what happens to 
the data at the end of the study? 
□ Yes  □ No 
Sign your name if you understand what is expected to take part in the study and agree to 
participate: 
 
_______________________________  ___________________________ ___________________ 
Signature of Person Giving Consent       Printed Name      Date 
_______________________________  ___________________________ ___________________ 
Researcher signature               Printed Name      Date 
_____________________________________ ____________________________ 
Signature of Person Witnessing Consent           Printed Name  















APPENDIX 8: TOPIC GUIDE FOR QUALITATIVE INTERVIEWS 
 
Topic guide for Social Support and Caregiver Health project interviews 
NOTE: text in italics are notes for the interviewers; text in normal font are questions to be 
asked to participants 
 
Introduction to the project and carer 
 Remind the caregiver about the objectives of the project and the specific purpose of 
these interviews. 
 Ask opening questions:  
o What is your name? How old are you?  
o How long have you been living in this area?  
o How many children are you caring for and what is your relationship to these 
children?  
 
Caregiver’s general experience of ‘social support’ 
 
 When we talk about ‘social support’ we usually mean informal support from 
family, friends, support groups or anyone else. This can include companionship, 
help with material things such as food or money, advice, information, affection or 
anything else.  
Overall, do you feel social support is important in your life? Are there some types 
of support that are more important to you than others? Which types? Why? 
 Who is the most important person/people in your life that would provide you with 
support when you need it? Why? Why would you go to this person/people for 
support? 
 
Social support and health  
 Do you ever feel anxious (e.g. worrying a lot, nervous)? Do you think that the type 
of support you have been telling me about, or any support you receive, can have 
an effect on this anxiety?  If not, why? If yes, how, i.e. what is it about this support 
that has the effects you are telling me about? 
 Do you ever feel depressed (e.g. sad, upset, hopeless)? Do you think that the type 
of support you have been telling me about, or any support you receive, can have 
an effect on depression? If not, why? If yes, how, i.e. what is it about this support 












 Do you think this support affects your physical health? If not, why? If yes, how?  
 
NOTE: For questions above on social support and health, where appropriate probe 
further for possible pathways and outcomes e.g. 
o effect on psychosocial factors such as self-esteem, sense of belonging 
or meaning in life 
o effects on coping 
o perceived effect on physical health through mental health 
o perceived direct effect on physical wellbeing 
o influence on health-related behaviours 
 
 Have you ever experienced a negative event/something horrible happen to you, for 
example death of someone close, accident, flood, fire etc? Did you receive more or 
less or the same amount of support than usual after this happened to you? Why do 
you think this is? How do you think the support you received affected your life (or 
how did it make you feel)?  
 (Ask if carer has only spoken about positive effects of social support): Have you 
ever experienced support that you feel is unhelpful or has a negative effect on your 
health? (If yes) How? (If no) Do you think that it is possible that support can be 
unhelpful or even have a negative effect on your health? Why? 
 Do you think that this social support you receive impacts the lives of the children you 
are responsible for? If so, how? If no, why not? 
 
 
Sources of support  
 
 The survey you participated in shows that mainly women are providing support to 
carers in this community. Why do you think this is?  
 We also found that women tend to receive more support from family, whereas men 
from friends and neighbours. Why do you think this could be?  
 Overall, do you think this is a supportive community? Why/why not? 
 
 
Access to social support  
 Do you think some people or households in your community are more able than 
others to access support when they need it? If yes, which types of individuals or 
households and why do you think this is? 












o Do you think caregivers who are HIV positive or AIDS-ill receive more or less 
support than other carers? Why do you think this is?  
o Do you think HIV-positive or AIDS-ill carers receive different types of 
support compared to other carers? 
o Do you think it affects their lives and health differently to that of other 
carers?  
 Probe for mental and physical health 
 
 Do you think caregivers who are physically ill with other illnesses receive more or 
less support than other carers? Why do you think this is?  
 Do you think caregivers who are suffering from anxiety or depression receive more 
or less support than other carers? Why do you think this is?  
 Our study showed that men caring for children receive more support than women 
caring for children. Why do you think this could be?  
 
Suggestions for intervention and general 
 Do you have any suggestions for initiatives to increase social support available to 
caregivers like yourself in this community? 
o Government, NGOs, community members 
 Is there anything more we haven’t spoken about that you could like to share with 
me?  
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